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According  to  a legend  among  the  Pima  Indians  of  the  Southwest,  the  great  warrior-leader  Se-Eh  a 
once  constructed  a maze  with  winding,  labyrinthine  passages,  as  a refuge  from  his  enemies. 
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It  may  also  illustrate  the  problem  of  arthritis  - with  all  its  obstacles  and  frustrations. 
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PROCEEDINGS 

ENGLEMAN:  I think  that  we  should  get  started  at  this  time.  Before  I 
make  my  opening  comments,  I will  ask  the  following  witnesses  to  please 
step  forward  and  sit  at  the  table,  here:  Dr.  Louis  Ricca,  Mr.  James 
Hinson,  Dr.  Bridge ford. 

In  behalf  of  the  National  Arthritis  Commission,  I welcome  all  of  you 
to  this  open  hearing.  As  you  know,  the  National  Arthritis  Act  was  passed 
by  Congress  in  December  of  1974,  and  signed  by  the  President  in  1975. 
This  Act  authorizes  a substantial  amount  of  money,  $50  million,  for 
research,  education,  and  demonstration  treatment  programs,  in  the  field  of 
arthritis.  I would  emphasize  that  this  is  only  an  authorization  and  not 
an  appropriation;  in  other  words,  the  funds  are  not  yet  available. 

This  Commission  has  been  appointed  and  charged  with  the  creation  of  a 
National  Arthritis  Plan,  which  will  then  be  presented  to  Congress  in  an 
effort  to  justify  the  appropriation  of  funds  which  will  make  it  possible 
to  implement  the  Plan. 

These  hearings  are  open,  first  of  all,  because  the  law  says  that  they 
will  be  open.  Secondly,  these  meetings  are  held  in  this  manner  in  an 
effort  to  solicit  all  the  input  we  can  get  from  all  segments  of  society. 
The  testimony  which  is  presented  here  orally,  and  the  written  testimony 
which  we  receive,  will  all  be  incorporated  in  a volume  which  will 
accompany  our  report  to  Congress. 

Perhaps  an  equally  important  reason  for  these  hearings  is  to  stimulate 
the  interest  of  the  public,  to  stimulate  grass-roots  enthusiasm,  so  that 
when  we  do  go  to  Congress  with  the  Plan,  we  can  rest  assured  that  we  will 
have  the  support  of  the  voters.  This  kind  of  support  is,  obviously, 
extremely  important  in  our  efforts  to  impress  favorably  the  legislators, 
as  well  as  the  Administration. 

I will  ask  the  witnesses  to  state  their  names  and  the  organizations 
which  they  may  represent.  Because  of  the  number  of  witnesses  and  the 
length  of  time  available  to  us,  we  must  ask  you  to  limit  your  comments  to 
four  minutes.  This  will  make  it  possible  and  will  provide  time  for 
members  of  the  Commission  to  ask  questions  of  the  witness.  We  find  that 
this  kind  of  question-answer,  informal  discussion  sometimes  is  even  more 
meaningful  than  the  more  formal  aspect  of  the  testimony. 

We  will  now  call  on  Dr.  Louis  R.  Ricca.  Dr.  Ricca. 


TESTIMONY  OF 
LOUIS  R.  RICCA,  M.D. 

FLORIDA  SOCIETY  OF  RHEUMATOLOGY 
BOARD  OF  DIRECTORS,  FLORIDA  CHAPTER,  ARTHRITIS  FOUNDATION 

RTC^A:  Mr.  Chairman:  I am  testifying  today  as  a member  of  the  Florida 
Socie  of  Rheumatology  and  as  a member  of  the  Board  of  Directors  of  the 
Florida  Chapter  of  the  Arthritis  Foundation,  but  most  significantly  as  a 
rheumatologist  involved  in  the  daily  care  and  problems  of  arthritic 
pati ents . 
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Certainly,  in  previous  testimony,  statistics  reflecting  the  magnitude 
of  the  problem  in  both  prevalence  and  economic  impact  will  have  been 
presented.  Statistics  alone,  however,  may  not  give  an  adequate 
understanding  of  the  problems  of  both  the  physicians  and  patients  who  have 
to  cope  with  the  rheumatic  disease. 

One  of  the  major  difficulties  is  an  inadequate  understanding  of  the 
causes  and  mechanisms  of  progression  of  many  of  the  diseases.  Without  a 
better  understanding  of  the  causes  of  these  diseases,  a cure  or  more 
effective  forms  of  treatment  are  unlikely  to  be  developed. 

The  present  modalities  of  treatment  leave  much  to  be  desired. 
Available  therapy  will,  at  best,  allow  some  patients  to  have  their  disease 
arrested,  but,  more  often,  they  can  only  delay  deformity  or  disability; 
and,  frequently,  palliation  of  pain  is  the  only  accomplishment.  With  the 
desperate  need  for  more  effective  treatment  in  mind,  funding  of  research 
in  both  the  basic  and  clinical  sciences  is  of  paramount  importance. 

A second  major  difficulty  confronting  the  arthritic  patient  is 
inadequate  professional  care.  I am  sure  that  this  Commission  has  been 
well  informed  regarding  the  fact  that  trained  rheumatologists  see  only  a 
minority  of  the  patients  afflicted  with  rheumatic  diseases.  The 
overwhelming  majority  of  patients  with  arthritic  problems  are  seen  by 
physicians  who  have  little  or  no  training  in  the  appropriate  diagnostic 
and  therapeutic  procedures  for  rheumatic  diseases. 

The  problem  can  be  combated,  to  some  degree,  by  establishing  more 
fellowships  and  grants  for  training  in  the  rheumatic  diseases.  This 
approach,  while  perhaps  alleviating  the  shortage  of  specialists  in 
rheumatology,  will  only  partially  solve  the  problem.  Primary  care 
physicians,  who  will  continue  to  see  the  majority  of  arthritic  patients, 
will  need  more  exposure  to  the  proper  approach  to  these  diseases.  This 
can  best  be  done  by  establishing  rheumatic  disease  units  at  institutions 
where  primary  physicians  are  being  trained.  Presently,  a little  over  one- 
third  of  the  medical  schools  in  this  country  do  not  have  a division  of 
rheumatology.  The  medical  students,  interns,  and  residents  trained  in 
these  institutions  have  a deficit  in  their  medical  training  which  will 
eventually  affect  their  attitudes  and  approaches  toward  their  rheumatic 
patients.  This  is  a situation  which  must  be  corrected. 

In  summary,  it  is  my  feeling  that  the  majority  of  funds  which  this 
committee  has  at  its  disposal  must  be  allocated  to  continued  research  in 
the  basic  and  clinical  sciences,  and  to  the  funding  of  expansion  of  the 
number  of  rheumatic  disease  units,  especially  at  the  institutions  where 
future  physicians  are  being  trained. 

ENGLEMAN:  Thank  you  very  much.  Dr.  Ricca. 

Before  I call  on  any  of  the  members  of  the  Commission  to  ask 
questions,  I will  apologize  for  having  failed  to  ask  the  members  of  the 
Commission  to  identify  themselves,  and  will  proceed  to  do  so.  My  name  is 
Eph  Engleman.  -I  am  a practicing  rheumatologist,  connected  with  the 
University  of  California  in  San  Francisco. 
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POLLEY : I am  Howard  Polley,  a rheumatologist,  from  Rochester, 

Minnesota,  of  Mayo  Medical  School  and  Mayo  Clinic. 

GAY:  William  Gay,  Associate  Director  of  the  National  Institute  of 

Allergy  and  Infectious  Diseases  at  the  National  Institutes  of  Health,  in 
Bethesda,  Maryland. 

ANTHROP:  I am  Mrs.  Verna  Anthrop,  an  American  Indian.  I come  from  the 
Gila  River  area  and  have  had  rheumatoid  arthritis  for  15  years. 

SHIELDS:  I am  Marlin  Shields.  I'm  a physical  therapist,  and  I'm 

representing  the  allied  health  professions  on  the  Commission. 

MELICH:  I am  Doris  Melich.  I'm  President  of  the  Utah  Chapter  of  the 
Arthritis  Foundation  and  a lay  person  on  the  Commission. 

JENERICK:  I am  Howard  Jenerick.  I'm  a staff  member  of  the  National 

Institute  of  General  Medical  Sciences,  which  is  also  in  Bethesda, 
Maryland. 

SHARP:  Dr.  Gordon  Sharp.  I'm  a rheumatologist  at  the  University  of 

Missouri,  in  Columbia,  Missouri. 

DONALDSON:  Dr.  William  Donaldson,  orthopedic  surgeon  in  Pittsburgh. 

LEWIS:  Dr.  Vivian  Lewis,  retired  university  professor,  Wilberforce, 
Ohio . 

ENGLEMAN:  Now,  I wonder  if  there  are  any  questions  that  members  of  the 
Commission  would  like  to  ask  Dr.  Ricca.  As  I understand  it.  Dr.  Ricca, 
you  were  focusing  primarily  on  research  and  education.  Is  that  correct? 

RICCA:  I think  I'm  focusing  mostly  on  professional  education  of  future 
doctors.  I think  we  have  more  rheumatologists  every  year,  but  I believe 
that  we  could  significantly  increase  the  number  of  rheumatologists  in  this 
country  and  still  have  more  patients  than  the  number  of  rheumatologists 
can  handle.  I still  think  if  we  increase  the  number  of  rheumatologists, 
many  patients  will  still  get  inadequate  care.  Certainly,  not  every 
arthritic  patient  needs  the  specialist,  but  I think  we  need  more  front- 
line physicians  to  screen  the  problems  to  make  sure  that  a patient  who  has 
gout  isn't  treated  with  steroids,  or  a patient  who  has  rheumatoid 
arthritis  isn't  treated  primarily  with  anti-gout  medication. 

I see  a large  number  of  patients  in  my  practice  where  one  of  the 
primary  problems  is  a delay  in  adequate  diagnosis,  where  this  delay  in 
adequate  diagnosis  or  the  proper  diagnosis  results  in  inadequate  or 
insufficient  treatment.  So  I think  we  need  to  educate  most  of  the  doctors 
who  are  coming  out  of  these  family  practice  programs  and  medical 
residencies  to  have  some  background  in  their  approach  to  rheumatic 
diseases . 

ENGLEMAN:  Fine.  Thank  you  very  much.  Dr.  Ricca. 

We'll  now  proceed  to  hear  from  Mr.  James  A.  Hinson. 
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TESTIMONY  OF 

JAMES  A.  HINSON,  HEALTH  PROGRAM  SPECIALIST 
DEPARTMENT  OF  HEALTH  AND  REHABILITATIVE  SERVICES 

REPRESENTING 

THE  HONORABLE  REUBIN  O’D  ASKEW 
GOVERNOR,  THE  STATE  OF  FLORIDA 

HINSON:  By  way  of  qualification,  I am  Health  Program  Specialist  from 
the  Department  of  Health  and  Rehabilitative  Services,  Health  Program 
Office,  Adult  Health  and  Chronic  Disease  Programs. 

This  morning,  I am  representing  Governor  Askew.  On  behalf  of  the 
Governor,  I would  like  to  welcome  you  and  the  Commission  to  the  State  of 
Florida.  Governor  Askew  sends  his  regrets  at  being  unable  to  speak  to  you 
this  morning,  but  prior  commitments  preclude  his  being  here. 

I have  been  asked  to  present  to  you  some  of  our  thoughts  and  concerns 
dealing  with  the  problem  of  arthritis  and  its  associated  disabilities. 

Arthritis  is  one  of  the  most  common  disabling  and  debilitating 
diseases  in  Florida.  Various  sources  report  that  this  disease  affects 
approximately  1.2  million  of  our  residents.  During  1974  there  were  83 
recorded  deaths  due  to  arthritis  (rate=1.01  per  100,000  population). 
Analysis  of  these  deaths  indicates  76  were  white  (rate=1.07  per  100,000 
population),  and  7 were  non-white  (rate=0.61  per  100,000  population). 

The  health  problems  and  disability  resulting  from  arthritis  are 
Recognized.  There  is,  however,  a great  need  to  improve  the  knowledge  and 
awareness  of  the  general  public  about  this  disease  and  its  related 
consequences.  It  is  felt  that  high  priority  should  be  given  to 
operational  research  in  the  areas  of  prevention  and  early  detection  of 
arthritis. 

Appropriate  attention  should  be  given  also  to  the  continued  therapy 
and  rehabilitation  needed  by  those  persons  found  to  be  in  advanced  stages 
of  arthritic  disability. 

The  lack  of  sufficient  funding  has  long  prevented  the  development  of  a 
comphrehensive  statewide  arthritis  program.  In  view  of  the  provisions  of 
the  Arthritis  Act  currently  in  Congress,  it  is  recommended  that  a large 
portion  of  the  funds  which  might  be  made  available  be  provided  to  state 
health  agencies,  or  their  equivalents,  for  the  development  of  large-scale, 
comprehensive  programs. 

Effective,  viable  programs  are  needed  to  provide  the  comprehensive 
services  required  by  the  arthritic  patient.  Grant-in-aid  funds  made 
available  to  and  utilized  by  state  health  agencies  will  provide  the  means 
by  which  such  programs  may  be  implemented,  and  vital  assistance  thus  be 
made  possible  for  those  persons  suffering  from  the  crippling  effects  of 
arthritis . 

Thank  you  again  for  letting  me  speak  before  you,  and,  again,  welcome 
to  Florida. 
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ENGLEMAN:  On  behalf  of  the  Commission,  we  extend  our  appreciation  to 

the  Governor  for  his  reception. 

I wonder  if  there  are  any  questions  from  members  of  the  Commission?  I 
don't  understand  the  mechanics  whereby  the  states  would  assume 
responsibility  for  a comprehensive  program.  Can  you  elaborate  on  that 
just  a little  bit? 

HINSON:  Speaking  only  in  the  aspect  of  Florida  that  I am  familiar 
with,  we  have  67  county  health  departments  which  are  charged  with  the 
responsibility  of  providing  comprehensive  health  care  services  to  the 
counties  in  the  State.  We  have  an  adult  health  component  which  has  a 
minimal  arthritis  program  at  this  time.  As  I said,  lack  of  funding  has 
precluded  any  expansion  of  this  program  beyond  an  information  and  referral 
service  at  this  time.  We  would  like  to  see  implementation  of  early 
detection  programs  through  the  county  health  department  units,  and  thus 
improve  services  directly  to  the  general  public  of  the  State. 

ENGLEMAN:  Yes,  Dr.  Sharp. 

SHARP:  I'd  like  to  ask  a question.  In  terms  of  how  to  do  the  job  in 

the  very  best  possible  way  in  each  State,  in  previous  hearings  there  have 
been  different  approaches  in  different  States.  I wonder  whether  the  State 
of  Florida  has  considered  having  a statewide  task  force  or  commission  to 
consider  a State  plan  of  action  for  arthritis,  or  whether  you  feel  that 
there  is  sufficient  knowledge  and  expertise  that  this  can  be  done  just 
through  the  existing  structures  in  your  government? 

HINSON:  My  own  considered  opinion  would  be  that  we  would  welcome  the 
assistance  of  a statewide  task  force  in  developing  a statewide  plan  for 
the  treatment  and  control  of  the  arthritis  problem.  I would  envision  this 
being  similar  to  our  Rheumatic  Fever  Task  Force,  which  we  currently  have 
in  operation  in  the  State. 

ENGLEMAN:  Do  you  think  you  might  be  able  to  influence  Governor  Askew 

along  these  lines? 

HINSON:  I can  try. 

ENGLEMAN:  We  were  very  successful  in  catalyzing  this,  we  think,  in 
some  of  the  other  states;  most  recently,  Pennsylvania. 

Yes,  Mrs.  Anthrop. 

ANTHROP:  Mr.  Hinson,  I would  like  to  know  how  many  rheumatologists  you 
have  in  each  of  these  67  state  health  departments,  if  any? 

HINSON:  There  are  none  specifically  assigned  to  a county  health 
department  unit.  To  my  knowledge,  they  are  all  in  private  practice. 

ENGLEMAN:  Thank  you  very  much.  Our  best  to  Governor  Askew. 

HINSON:  Thank  you. 
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ENGLEMAN:  May  we  now  hear  from  Dr.  Bridgeford. 


TESTIMONY  OF 
PAUL  BRIDGEFORD,  M.D. 

RHEUMATOLOGIST 

BRIDGEFORD:  I come  before  the  Commission  as  a rheumatologist  in 
private  practice,  involved  in  the  day-to-day  care  of  patients  with 
arthritis.  Without  exception,  the  desire  of  every  one  of  these  patients 
is  to  be  cured.  At  present,  there  is  nc  cure,  and  the  only  road  I know  to 
that  end  is  research,  a process  which  has  become  more  costly  as  it  has 
grown  more  sophisticated.  Private  philanthropy  has  become  relatively  a 
scarce  national  resource,  and  we  must  rely  increasingly  on  the  Federal 
Government  for  research  funds. 

I believe  that  money  that  is  appropriated  by  the  Federal  Government 
should  go  to  established  investigators  in  university  and  major  centers, 
and  that  the  research  should  be  confined  to  problems  pertinent  to  the 
major  forms  of  arthritis.  In  addition,  there  should  be  some  ongoing 
supervision  of  the  use  of  these  Federal  funds. 

Until  a cure  is  found  we  must  use  our  present  knowledge  to  its  fullest 
to  give  arthritis  patients  as  much  relief  as  possible.  We  need  more 
clinical  rheumatologists  and  health  personnel  with  exposure  to  arthritis 
problems.  I think  that  university  programs  offer  the  most  efficient  and 
effective  combination  of  the  training  of  medical  students  and  house  staff 
for  clinical  and  research  rheumatologists,  and  for  performance  of  ongoing 
research  programs. 

Some  aspects  of  the  National  Arthritis  Act  are  currently  being  carried 
out  by  the  Arthritis  Foundation.  In  addition  to  its  support  of  research 
and  training,  it  provides  information,  education,  and  referral  for 
patients.  In  these  areas  I think  that  there  should  be  some  cooperation 
between  the  public  and  private  sector. 

The  National  Arthritis  Act  is  a strikingly  comprehensive  document, 
covering  every  facet  of  the  problem  of  arthritis.  However,  what  has  been 
labeled  "the  medical  commons"  is  upon  us,  and  we  must  be  selective.  There 
are  many  worthwhile  and  constructive  programs  and  projects  in  which  to  put 
Federal  money.  However,  if  they  advance  our  knowledge  no  further,  20 
years  from  now  we'll  still  be  using  today's  drugs  and  methods,  and  still 
be  telling  our  patients,  "There's  no  cure  for  arthritis."  Thank  you. 

ENGLEMAN:  Thank  you.  Dr.  Bridgeford. 

Any  questions?  I guess  not,  in  which  case  we'll  ask  the  next  group  of 
witnesses  to  step  forward:  Dr.  Gordon  Engebretson,  Mrs.  Jeanette  Saris, 
Ms.  Marie  Johnson,  and  Jo  Anne  Haymond.  Dr.  Gordon  Engebretson. 
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SUBMITTED  STATEMENT  OF 
GORDON  R.  ENGEBRETSON,  Ph.D. 

STATE  DIRECTOR,  FLORIDA  REGIONAI  MEDICAL  PROGRAM,  INC. 

Good  morning,  I am  Dr.  Gordon  Engebretson.  My  testimony  will  present 
progress  to  date  on  a study  of  Regional  Medical  Programs  which  have 
supported  arthritis  projects  with  earmarked  RMP  funds.  The  study  was 
requested  by  Health  Resources  Administration  of  DHEW  and  is  being 
conducted  by  the  Public  Accountability  Reporting  Group,  a national 
evaluation  and  reporting  organization  operating  under  the  auspices  of  the 
nation's  53  Regional  Medical  Programs  and  with  DHEW  concurrence. 

I serve  on  the  PAR  Council  as  the  representative  of  Southeastern 
RMP's,  and  I am  principal  investigator  for  the  RMP  Arthritis  Study. 
Guidance  for  the  study  is  provided  by  a technical  advisory  committee  of 
national  experts  in  arthritis,  including  Ephraim  P.  Engleman,  M.D., 
Chairman  of  this  Commission. 

In  my  testimony  this  morning  I will  highlight  four  main  issues,  which 

are: 

(1)  A description  of  the  size  and  scope  of  the  RMP  pilot  arthritis 
initiative. 

(2)  A description  of  the  PAR  study  of  part  of  that  initiative. 

(3)  A prediction  of  the  outcomes  of  the  study  and  data  which  will  be 
available  to  you. 

(4)  A progress  report  of  preliminary  results  and  impressions  garnered 
in  the  course  of  the  study  to  date. 

The  Regional  Medical  Programs  have  sought  to  strengthen  and  improve 
the  nation's  personal  health  care  system  in  order  to  bring  about  more 
accessible,  efficient,  and  high  quality  health  care  to  the  American 
public.  To  accomplish  these  ends,  the  RMP's  promote  and  demonstrate  among 
providers  new  techniques  and  innovative  delivery  patterns;  support 
training,  which  results  in  more  effective  utilization  of  health  manpower; 
and  encourage  the  regionalization  of  health  facilities  and  manpower.  The 
RMP' s develop  their  programs  through  a consortium  of  providers  who  come 
together  to  plan  and  implement  activities  to  meet  health  needs  which 
cannot  be  met  by  individual  practitioners,  health  professionals, 
hospitals,  and  other  institutions  acting  alone.  The  RMP  provides  a 
framework  deliberately  designed  to  take  into  account  local  resources, 
patterns  of  practice  and  referrals,  and  health  care  needs.  As  such,  it  is 
a potentially  important  force  for  bringing  about  and  assisting  with 
changes  in  the  provision  of  personal  health  services  and  care. 

Prior  to  July  1,  1974,  arthritis  control  projects  were  not  approved 
activities  for  RMP's.  Responding  to  a new  initiative,  a total  of  29  RMP's 
funded  31  arthritis  projects  during  the  period  July  1,  1974-June  30,  1975, 
from  a $4,482,516  "earmark"  of  RMP  appropriations.  An  analysis  of  that 
list  shows  a distribution  of  pilot  arthritis  efforts  stretching  across  the 
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nation,  from  New  England  to  Hawaii.  I'm  pleased  that  with  our  own 
Southeast  group,  seven  RMP's  responded  to  the  first  initiative. 

During  the  next  RMP  budget  period,  July  1,  1975,  to  approximately  June 
30,  1976,  30  RMP's  funded  arthritis  projects  with  an  earmark  of 
$4,255,561.  Thus,  over  the  two-year  period  31  different  RMP's  funded 
initially  or  continued  59  different  projects  with  the  total  earmark  of 
$8,738,077. 

Analysis  of  those  59  projects  shows  that  15  were  sponsored  by  chapters 
of  the  Arthritis  Foundation,  25  by  medical  schools,  1 1 by  hospitals,  and 
the  remaining  8 by  others.  Fifty  (50)  projects  were  directed  by 
physicians,  while  9 others  were  directed  by  health  program  administrators. 

The  Public  Accountability  Reporting  Group  was  awarded  a $27,275 
contract  on  June  30,  1975,  to  document  and  assess  a portion  of  those 
activities  described  earlier.  The  study  will  deal  only  with  those 
projects  currently  in  existence,  with  funding  support  for  approximately 
Fiscal  Year  1975-76.  Although  Federal  support  of  Regional  Medical 
Programs  is  scheduled  to  terminate  about  June  30,  1976,  P.L.  93-640  has 
created  an  ongoing  mechanism  to  continue  some  of  the  arthritis  activities 
initiated  under  the  RMP  pilot  effort.  Since  it  is  highly  desirable  to 
assure  continuity  during  the  transition  period,  the  study  will  identify 
organization,  operation,  and  performance  of  the  RMP  arthritis  programs. 
The  results  of  this  study  will  provide  an  assessment  of  the  viability  of 
the  RMP-funded  arthritis  projects  and  their  ability  to  continue  with  other 
sources  of  funding.  This  documentation  may  also  serve  the  purpose  of 
providing  accurate  and  comprehensive  records  necessary  for  planning  new 
activities  under  the  National  Arthritis  Act.  Strengthening  successful 
processes  will  allow  DHEW  to  invest  scarce  resources  in  the  implementation 
of  arthritis  centers  and  project  activities  in  a more  cost-effective 
manner. 

The  time  frame  in  which  the  authority  was  received  to  conduct  this 
study,  the  current  state  of  development  of  the  RMP  arthritis  projects 
themselves,  and  the  limited  time  available  to  conduct  the  study  do  not 
allow  for  a fully  structured  evaluation  of  the  RMP  arthritis  projects. 
Rigorous  research  and  analysis  of  the  operation,  accomplishments,  and 
impact  of  the  RMP  arthritis  projects  are  not  feasible.  Rather,  the  study 
will  direct  its  efforts  to  documenting  the  RMP  pilot  arthritis  initiative, 
as  was  recommended  by  the  National  Arthritis  conference  held  in  Kansas 
City,  in  January  1975. 

A project  advisory  committee,  consisting  of  accredited  and/or 
certified  professional  specialists  in  the  field  of  arthritis,  has  been 
established  to  provide  technical  consultation  to  the  project  staff.  The 
advisory  committee  will  advise  the  project  staff  in  the  development  of  a 
mail  survey  questionnaire  which  will  be  used  for  the  purpose  of  collecting 
information  from  the  RMP's  with  arthritis  projects  to  document  the 
organization,  administration,  staffing,  objectives,  the  degree  of 
achievement  of  the  original  objectives  envisioned  by  the  individual  RMP 
arthritis  projects,  and  any  changes  in  those  original  objectives  based  on 
experience  during  the  conduct  of  the  project  activities.  The  project 
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advisory  committee  will  participate  in  the  data  analysis  and  preparation 
of  the  draft  and  final  report  of  the  findings. 

On-site  visits  will  be  conducted  for  selected  RMP's  to  assess  the 
quality  of  their  arthritis  project  activities.  The  project  advisory 
committee  will  advise  the  project  staff  in  development  of  criteria  and 
selection  of  RMP's  to  be  site-visited;  development  of  the  on-site 
interview  guide;  and  in  the  analysis  of  the  findings  and  reporting  on  the 
results  of  the  on-site  visits.  Members  of  the  project  advisory  committee 
will  participate  in  the  on-site  visits  as  technical  consultants. 

We  anticipate  that  a final  written  PAR  report  of  the  study  results 
will  be  submitted  to  the  Commission  in  time  for  its  use  in  its  final 
deliberation  and  reporting.  However,  study  results  are  not  as  fully 
available  as  we  would  have  liked  to  present  at  this  point  because  of  delay 
in  the  approval  of  data  collection  forms.  Even  so,  based  on  four  recent 
studies  of  RMP  projects  and,  among  other  sources,  on  information  gathered 
in  field  testing  the  data  collection  forms,  estimates  and  some  definitive 
information  are  available. 

In  four  previous  studies  of  RMP  projects,  "Benefiting  People  and 
Implementing  Local  Health  Services,"  "Developing  Local  Health  Resources 
and  Services  for  People,"  "Report  on  Cancer  Control  Activities,"  and 
"Description  of  Regional  Medical  Program  Activities  Affecting  the  Health 
of  Children,"  a clear  pattern  indicates  that  RMP  projects  typically 
involve  a greater  total  investment  than  is  apparent  from  cursory 
examination  of  awards  totals  included  in  Federal  records. 

Readily  identifiable  added  resources  for  RMP  projects  include: 

(1)  Local  cost-sharing  (defined  as  dollars  invested  concurrently  but 
not  including  "in-kind"  contributions) , and 

(2)  Costs  of  local  RMP  professional  staff  time  and  general 

organizational  support  for  project  functions,  such  as  evaluation, 
public  information,  consultation  about  fiscal  reporting 

requirements,  and  assistance  in  coordination  and  cooperation  with 
related  local  health  services  improvement  efforts. 

Since  there  are  indications  these  patterns  may  apply  to  at  least 
several  of  the  RMP  arthritis  projects,  details  are  summarized  below: 
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TABLE  I SUMMARY  RMP  COST  SHARING  EXPERIENCE 


TYPE  PROJECT 

PERIOD 

TOTAL  RMP 
DIRECT  COSTS 
(IN  MILLIONS) 

TOTAL  NON -RMP 
COST  SHARING 
(IN  MILLIONS) 

RATIO 

RMP/NON-RMP 

DOLLARS 

Selected 

Projects 

7/1/71- 

7/1/74 

$109. 8 

$52.8 

1:00/0.48 

All  Projects 

1/1/74- 

6/30/75 

94.5 

54.  5 

1 : 00/0.57 

Cancer  Control 
Proj  ects 

A. 

FY  '72 

6.23 

5.56 

1:00/0.89 

B. 

FY  • 73 

4.  36 

4. 92 

1:00/1. 12 

C. 

FY  » 74 

1.16 

5.  44 

1 : 00/4 . 6 8 

Child  Health 
Projects 

1/1/74- 

6/30/75 

6.8 

4.9 

1:00/0.72 
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Assuming  that  a similar  pattern  of  funding  support  holds  for  RMP 
arthritis  projects  as  holds  for  all  RMP  projects,  a fairly  conservative 
estimate  of  support  for  RMP  arthritis  projects  is  approximately  $15 
million  of  RMP  and  local  cost-sharing.  These  funds  have  been  or  are 
currently  invested  in  the  accomplishment  of  objectives  specified  by  a 
community  of  interest  at  the  local  level  and  reflected  in  an  approved  RMP 
project  plan.  If  one  assumes  that  local  RMP  professional  staffs  in  the  30 
RMP' s provide  services  and  direct  at  least  10  percent  of  their  effort  to 
arthritis  project  support  functions  such  as  those  previously  described, 
this  investment  may  safely  be  increased  to  at  least  $20  million. 

"Developing  Local  Health  Resources  and  Services  for  People,"  a study 
of  RMP  projects,  revealed  that,  in  the  period  January  1,  1974,  through 
June  1975,  an  estimated  72,000  patients  received  direct  patient  services 
in  the  course  of  demonstration  activities  (e.g.,  professional  education 
clinics)  funded  by  RMP  projects. 

In  general,  RMP  projects  offer  a useful  model  of  a services 
improvement  pattern  involving  a local  community  of  interest.  Projects  are 
ably  led  by  local  practitioners,  probably  funded  by  multiple  sources,  but 
focused  around  an  agreed-upon  plan  to  develop  regionwide  referral  patterns 
and  effective  use  of  resources.  Project  plan  development  and  operation 
are  supported  by  a local  RMP  professional  staff.  Support  of  this  nature 
allows  local  medical  specialists  and  other  professional  and  consumer 
interests  time  and  an  effective  atmosphere  for  rational  services 
improvement  throughout  the  community.  It  seems  crucial  that  this 
communitywide  approach  to  services  improvement  be  a central  part  of  the 
new  P.L.  93-640  arthritis  centers,  alongside  the  development  of  tertiary 
center  care  capability. 

The  PAR  study  will  produce  information  which  will  be  useful  in 
improving  planning,  development,  and  operating  of  future  arthritis 
community  service  demonstration  projects.  A series  of  conclusions  and 
recommendations  will  point  out  those  qualities  and  characteristics  which 
seem  most  likely  to  produce  successful  projects,  and  those  which  seem  to 
foreordain  difficulty.  Mail  surveys  and  in-depth  interview  responses  will 
provide  the  basis  for  useful  "lessons  learned."  While  conventional  wisdom 
sometimes  speaks  disparagingly  of  "re-inventing  the  wheel,"  such  a 
statement  may  obscure  more  than  it  reveals.  Findings  from  previous  PAR 
studies  suggest  that  each  locally  implemented  health  services  project  must 
"re-invent  the  wheel"  by  adhering  to  several  steps. 

The  study  will  identify  paid  staff,  their  number,  full-time 
equivalents  and  disciplines,  and  will  determine  the  level  of  volunteer 
workers  who  provide  additional  personnel  resources.  The  amount  of  total 
investment  including  RMP  and  non-RMP  funding  will  become  apparent, 
including  continuation  funding  by  other  sources. 

Other  products  of  the  study  will  include  the  types  of  public 
information  media  used  by  projects,  the  nature  and  depth  of  advisory  group 
participation,  including  consumers.  Of  special  note  will  be  the  number  of 
children  and  adults  who  have  received  direct  services  from  projects  and 
the  locations  of  these  services.  We  expect  to  see  a significant  level  of 
training  of  new  skills  to  a wide  range  of  health  professionals,  including. 
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particularly,  private  practitioners  who  regularly  treat  most  arthritis 
patients.  Our  preliminary  information  shows  that  no  projects  are  engaged 
in  providing  specialty  training  to  rheumatologists  at  the  academic  level. 

Other  interesting  findings  will  concern  a matrix  of  project  objectives 
and  types  of  activities,  including  organizational  development, 
establishing  linkages,  developing  supporting  services,  data  collection, 
getting  former  patients  back  under  care,  patient  care  assessment, 
screening,  diagnosis,  consultation/referral,  treatment,  rehabilitation, 
and,  particularly,  the  education  of  consumers.  Projects  will  rank  their 
outcomes  in  terms  of : 

Improved  guality  of  care 

Increased  access  to  service 

Increased  availability  of  services 

Enhanced  efficiency  of  the  delivery  system. 

In-depth  interviews  of  project  and  RMP  program  staff  members  will 
identify: 

(1)  Those  factors  prior  to  RMP  funding  which  they  now  view  as 
enhancing  or  detracting  from  the  project's  chances  of  attaining 
its  objectives; 

(2)  Those  factors  during  the  funding  of  the  project  relating  to 
community  organizations  and  agencies  which  they  now  view  as 
contributing  to  the  project  attaining  its  objectives;  and 

(3)  Suggestions  or  recommendations  they  would  make  as  a consultant  on 
a similar  project  being  considered  for  funding. 

Factors  thus  identified  by  interview  will  be  summarized  in  two 
sections: 

(1)  Those  factors  which  are  general  in  nature  and  are  appropriate  and 
relevant  to  all  projects;  and 

(2)  Those  factors  which  are  specific  in  nature  and  refer  to 
individual  projects  or  types  of  activity. 

A number  of  trends  or  tendencies  have  begun  to  emerge  during 
preliminary  field  testing  of  study  instruments.  One  RMP  project  focused 
on  reaching  as  many  arthritis  patients  as  possible,  particularly  those  who 
had  not  previously  received  treatment.  A desire  to  increase  physician 
awareness  and  acceptance  of  the  programs  and  services  was  noted.  We  will 
probably  isolate  useful  data  on  the  number  of  new  referring  physicians  and 
referrals  of  new  patients.  There  should  be  evidence  of  the  development  of 
stronger  relationships  between  other  groups  and  organizations  interested 
in  the  treatment  of  arthritis.  The  depth  of  rural  involvement  and  the 
increase  or  initiation  of  new  services  to  rural  areas  should  appear  in  the 
study. 

One  project  has  trained  general  practice  physicians  who  then  formed 
consultation  teams  in  25  rural  and  small  town  hospitals.  We  anticipate 
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evidence  which  will  show  this  procedure  has  changed  provider  behavior 
resulting  in  referrals  at  earlier  stages  of  the  disease,  with  physical 
therapy  being  initiated  more  effectively  and  new  medication  used  more 
appropr iat  ely . 

Another  project  has  established  information  and  evaluation  units  with 
full-time  staff  who  perform  evaluations  as  requested  by  referring 
physicians,  conduct  classes  on  arthritis,  and  develop  a standard  data  base 
for  each  patient. 

One  Regional  Medical  Program  pointed  out  that  it  had  an  overall 
program  associated  with  several  institutions  rather  than  separate  and 
unconnected  projects.  This  regionalization  of  rheumato logical  resources 
through  a multi- institutional  effort  has  established  new  and  upgraded 
existing  capabilities  in  arthritis  diagnosis,  treatment,  and 
rehabilitation . 

To  summarize  this  testimony,  I will  point  out  my  focus  on  four  main 
issues  which  described  the  RMP  arthritis  initiative,  the  PAR  study  of  that 
initiative,  anticipated  outcomes  of  the  study,  and  highlights  of  the  study 
to  date. 

I shall  conclude  my  remarks  by  commending  to  the  Commission  serious 
consideration  of  your  need  for  a mechanism  for  national  linkages  among 
arthritis  centers  for  purposes  of  cross-fertilization  of  ideas,  exchange 
of  information,  and  accurate  and  timely  reporting  to  various  professional 
and  other  publics  about  general  progress  toward  improving  arthritis 
services  for  citizens.  Such  an  effort  might  well  be  taken  in  conjunction 
with  exchange  of  clinical  treatment  evaluations,  but  would  serve,  in  later 
years,  some  of  the  purposes  which  the  Commission  itself  is  now  serving  in 
these  hearings. 


TESTIMONY  OF 

GORDON  R.  ENGEBRETSQN,  Ph.  D. 

ENGEBRETSON:  Good  morning.  I'm  Dr.  Gordon  Engebretson,  from  Tampa, 
Florida.  I'm  testifying  today  on  behalf  of  the  Public  Accountability 
Reporting  Group  of  the  nation's  53  Regional  Medical  Programs.  The 
Regional  Medical  Programs  operate  under  Title  IX  of  the  Public  Health 
Service  Act. 

The  Public  Accountability  Reporting  Group  has  received  a $27,000 
contract  from  DHEW  to  review  and  document  the  activities  of  the  nation's 
Regional  Medical  Programs  in  the  field  of  arthritis.  Prior  to  July  1, 
1974,  arthritis  control  projects  were  not  approved  for  Regional  Medical 
Programs.  During  the  next  budget  period,  from  approximately  July  1,  '75, 
through  June  30,  '76,  some  earmarked  funds  were  provided,  in  that  over  a 
two-year  period  31  different  RMP's  funded  initially  or  continued  59 
different  projects  with  the  total  earmark  of  $8.7  million. 

The  purpose  of  our  study  is  to  document  how  these  projects  were 
organized,  what  they  accomplished,  and  what  some  of  their  problems  have 
been.  Analysis  has  shown  that  of  the  59  projects,  15  were  sponsored  by 
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chapters  of  the  Arthritis  Foundation,  25  by  medical  schools,  11  by 
hospitals,  and  the  remaining  8 by  others.  Fifty  of  the  projects  were 
directed  by  physicians,  while  the  nine  others  were  directed  by  health 
program  administrators. 

One  of  the  facts  that  we  are  finding  early  is  that  there  is  a large 
amount  of  community  involvement  in  addition  to  the  Federal  funds  provided 
through  the  Regional  Medical  Programs.  For  example,  in  our  initial  data 
thus  far,  we  have  found  that  the  $8.7  million  has  developed  to  over  $15 
million  when  one  includes  local  support  developed  by  the  Regional  Medical 
Programs.  There's  an  additional  $5  million  worth  of  support  which  can  be 
identified  if  one  counts  the  time  that  the  Regional  Medical  Program  staffs 
have  provided  to  the  development  and  ongoing  operation  of  these  projects. 
It  seems  critical  that  this  communitywide  approach  to  services  improvement 
be  a central  part  of  the  new  Public  Law  93-640  arthritis  centers, 
alongside  the  development  of  tertiary  care  capabilities. 

The  lessons  that  will  be  learned  from  this  study  will  be  invaluable  to 
the  Commission  and  others  in  maximizing  the  benefits  to  people  through 
effective  application  of  limited  resources. 

We  would  like  to  commend  to  the  Commission's  serious  consideration  the 
need  for  a mechanism  for  national  linkages  among  arthritis  centers  for 
purposes  of  cross-fertilization  of  ideas,  exchange  of  information,  and 
accurate  and  timely  reporting  to  various  professional  and  other  publics 
about  general  progress  towards  improving  arthritis  services.  Such  an 
effort  might  well  be  taken  in  conjunction  with  exchange  of  clinical 
treatment  evaluations,  but  would  serve,  in  later  years,  some  of  the 
purposes  which  the  Commission  itself  is  now  serving  in  these  hearings. 
Thank  you. 

ENGLEMAN:  Thank  you,  Cr.  Engebretson. 

Dr.  Polley. 

POLLEY:  I'm  interested  to  know  whether  any  arrangements  have  been  made 
for  a continuation  of  your  RMP  program  after  the  termination  of  the 
current  funding;  and,  if  so,  by  whom? 

ENGEBRETSON:  No,  sir.  The  Regional  Medical  Programs  will  terminate 
activities  June  30,  1976.  Unless  there  is  some  provision,  perhaps  through 
93-640,  we  see  no  further  support  for  the  $8.7  million  in  projects. 

ENGLEMAN:  Yes,  Marlin. 

SHIELDS:  The  data  that  you  are  collecting  now,  can  this  be  made 
available  to  us  so  that  the  Commission  can  have  this  work,  or  do  you  have 
any  that  can  be  handed  in  at  this  point? 

ENGEBRETSON:  Yes,  sir.  We  had  hoped  to  have  the  data  available  now. 
However,  our  data  collection  instrument  has  been  held  up  in  OMB  for 
clearance  purposes.  A phone  call  yesterday  - or  last  week  - indicates  it 
should  be  forthcoming,  so  we  certainly  anticipate  having  the  final  report 
ready  for  you  when  you  need  it. 
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SHIELDS:  Thank  you. 

ENGLEMAN:  Can  you  give  us  a little  more  specific  date  as  to  when  that 
will  be  available?  We  don't  have  much  time,  unfortunately.  We  have  a 
time  constraint.  Our  report  is  supposed  to  be  finished  in  the  next  couple 
of  months. 

ENGEBRETSON:  You  will  have  it  shortly  after  the  first  of  the  year. 

LEWIS:  What  evaluative  techniques  are  you  using  to  determine  community 
involvement? 

ENGEBRETSON:  We  are  looking  at  how  the  projects  have  been  organized, 
as  far  as  what  types  of  health  professionals  are  involved  in  the  operation 
of  the  activity;  what  kinds  of  volunteer  groups  they  have  advising  the 
project  directors;  what  is  the  money  being  spent  for,  in  other  words, 
patient  education,  regionalization  of  services,  professional  education  for 
primary  care  physicians,  and  so  on;  and  assessing  how  all  these  things 
have  either  worked  towards  achieving  or  hindering  the  achieving  of  the 
objectives  of  the  project. 

ENGLEMAN:  Mrs.  Anthrop? 

ANTHROP:  I'd  like  to  ask  you,  in  your  data  that  you  collected,  how 
many  nurses  have  you  found  in  your  group  that  have  added  education  for  the 
care  of  arthritics? 

ENGEBRETSON:  The  biggest  group  of  projects  that  has  been  developed  by 
the  Regional  Medical  Programs  - and,  again,  these  were  all  developed  based 
on  local  needs;  no  one  said,  "Go  and  do  this,"  but  rather,  people  got 
together  and  said,  "This  is  what  we  need."  The  biggest  effort  has  been 
through  continuing  professional  education  for  nurses;  and  then, 
secondarily,  fcr  primary  care  physicians;  and,  thirdly,  it  has  been  to 
regionalize  services  and  develop  multi-institutional  linkages  for  care. 

ANTHROP:  Thank  you. 

LEWIS:  To  what  extent  have  minority  groups  been  involved  in  the 

programs? 

ENGEBRETSON:  We  have  attempted  to  assess  that  kind  of  data.  That's 
one  of  the  questions  on  the  survey  instrument,  to  identify  the  number  of 
minority  patients  treated  or  minority  representatives  on  advisory  groups. 
These  data  are  not  always  there.  They  will  be  soft  data,  and  not  quite  as 
descriptive  as  we  would  have  hoped.  So  I really  can't  answer  that  right 
now. 


ENGLEMAN:  Dr.  Sharp. 

SHARP:  Have  these  programs  universally  received  community  acceptance? 
If  there  is  some  variability,  do  you  have  any  feeling  for  what  are  the 
factors  that  are  apt  to  lead  to  the  greatest  community  acceptance  and 
participation? 
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ENGEBRETSON:  All  have  been  universally  accepted  by  the  community 
because  of  the  approach  used  to  develop  them.  This  approach  was  to  find  a 
knowledgeable  and  dedicated  health  professional  - a physician,  a health 
administrator,  someone  who  was  vitally  interested  in  the  program  - then, 
to  develop  a task  force  or  an  advisory  committee  made  up  of  professionals 
and  lay  people  knowledgeable  with  the  problems  of  arthritis,  as  well  as 
health  service  delivery  problems,  to  advise  the  project  director. 

The  third  key  element  was  some  professional  staff  people,  not  the 
physician  or  the  health  professional  knowledgeable  in  arthritis,  but 
several  backup  people,  such  as  the  RMP  kinds  of  staff  people,  or  staff 
people  from  arthritis  foundations,  to  provide  the  day-by-day  maintenance 
of  the  effort.  So  those  three  elements  we  have  found,  not  only  in  these 
projects  but  others,  are  key  - make  them  acceptable  to  the  community. 
And,  when  we  find,  almost  dollar  for  dollar,  additional  community  support, 
we  think  it's  working. 

DONALDSON:  I'm  wondering  how  many  of  these  programs  you  feel  will 
continue  without  additional  government  support. 

ENGEBRETSON:  We  are  intending  to  ask  whether  or  not  the  projects  have 
developed  local  or  statewide  support.  Cur  early  sense  is  that  probably 
less  than  20  percent  will  go  forward  with  much  reduced  effort. 

ENGLEMAN:  Less  than  20  percent  will  gc  forward  with,  what  was  that 
again? 

ENGEBRETSON:  With  a reduced  effort.  In  other  words,  it  will  not  be  20 
percent  of  the  tctal  dollar  volume,  but  20  percent  of  the  projects  will  go 
forward,  but  will  cut  back  in  the  kinds  of  things  that  they  are  doing. 

ENGLEMAN:  Fine.  Thank  you  very  much.  Dr.  Engebretson. 

Mrs.  Saris. 


TESTIMONY  OF 
JEANETTE  SARIS,  PATIENT 
LARGO,  FLORIDA 

SARIS:  To  the  National  Arthritis  Commission: 

I am  Mrs.  Jeanette  Saris,  from  Largo,  Florida. 

On  behalf  of  the  people  in  United  States  and  myself  that  have 

arthritis,  'rheumatic  and  scleroderma  diseases,  pray,  plead  and  beg  United 
States  Congress  to  O.K.  the  bill  immediately  and  proclaim  "National 
Arthritis  Day."  Only  Government  grants  towards  research  can  bring  relief 
and  Cure  for  people  suffering  becoming  disabled  and  crippled. 

Today  it  is  No.  1 -Nation's  greatest  crippler,  unhuman  pain  and 

torture.  Arthritis  and  associated  diseases,  patients  have  been  referred 

to  as  "the  most  neglected  segment  of  the  medical  population."  The 

government  has  not  looked  around  to  understand  the  serious  diseases.  Let 
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U.S.  help  the  people  by  giving  "grant"  or  "moneys"  to  research,  instead  of 
other  unnecessary  things.  If  they  had  to  live  with  this  pain  and 
crippling  life,  they  would  have  another  outlook. 

Congress  could  ask  the  First  Lady,  Mrs.  Betty  Ford.  She  will  tell 
that  it  isn't  an  ordinary  pain.  I pray  she  doesn't  get  worse. 

I started  with  rheumatoid  arthritis,  and  turned  now  to  scleroderma 

the  worst  and  most  dreadful  disease  to  live  with.  It  has  been  written  in 

books,  as  far  back  as  45  years.  No  one  has  cared,  and  yet  more  and  more 
are  stricken  today,  from  50,000  to  200,000.  Its  cause  unknown  and  no  cure 
because  no  money  for  research. 

When  you  go  to  see  a doctor,  he  says,  "I  only  read  from  books.  I have 

never  had  a case."  Here  we  are,  ask  us!  Get  goinq.  People  dying  from  it. 

Some  say,  "What  is  scleroderma?"  It  is  rare.  I ask,  "How  rare  is  it?"  So 
many  people  stricken. 

I have  read  that  scleroderma  frequently  accompanies  Addison's  disease, 
or  extreme  adrenal  exhaustion,  and  so  often  develops  after  an  acute 
infection,  a serious  accident,  or  grave  emotional  trauma  that  it  has  been 
classified  as  another  stress  disease.  Ninety  percent  of  sickness  today  is 
partly  emotional  in  origin.  Sound  nutrition  may  help  an  individual  to 
cope  with  emotional  problems  or  nerves.  So,  if  enough  doctors  would  take 
up  nutritional  investigation,  "it"  (nutrition)  would  rise  from  the  ashes 
of  neglect.  Physicians  should  be  required  to  take  the  course  "nutrition" 
even  if  they  are  graduated  and  practicing. 

I am  a victim.  Last  year,  December  4,  1974,  I was  operated  on,  and 
later  scleroderma  came.  I shoud  not  have  been  operated,  as  I caught 
tracheobronchitis  while  in  hospital.  Thereafter,  I became  worse,  and 
doctors  claim  I have  scleroderma.  No  cure,  just  take  drugs.  No  vitamins 
or  a planned-  nutritional  program. 

All  the  money  granted  for  research  for  arthritis  and  associated 
diseases  cannot  help  alone,  only  if  emphasis  and  money  be  given  to  the 
nutritional  research.  Nutrition  plays  a big  role  in  arthritis  and 
associated  diseases.  Some  doctors  do  not  want  to  hear  about  vitamins  to 
be  given  in  order  to  build  or  help  health.  All  they  do  is  put  you  on 

drugs  to  ease  pain.  This  does  not  cure.  Then  the  report  goes  "out"  there 

is  no  cure.  That's  right,  no  cure  because  what  was  given  was  drug,  no 
vitamins  or  nutrition  program.  You  ask  "Why?"  Because  physicians  admit 
while  going  to  medical  school  lacked  training  in  nutrition.  One  physician 
had  so  little  training  in  nutrition  he  was  unprepared  when  patients  asked 
him  about  diet.  The  patient  knew  more  about  nutrition.  Physical  health 
is  the  basis  for  mental  (as  some  doctors  claim,  and  are  finding  out 
nutrition  and  vitamins  play  a big  role) . Emotional  and  spiritual 
development  cannot  be  maintained  without  adequate  nutrition.  Sound 
nutrition  stands  as  a fortress  against  disease,  a fortress  whose  gates  are 
open  and  into  which  all  may  enter  who  wish.  The  strength  of  this  fortress 

can  help  to  protect  our  citizens  and  our  nation,  also  arthritis  and 

associated  diseases. 
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I also  ask  the  President  to  propose  a bill  or  grant  of  money  to  build 
in  many  cities  a building  that  consists  of  efficiency  apartments,  two- 
story  high,  housing  arthritis,  rheumatoid,  scleroderma,  and  other 
associated  diseases,  for  the  patients.  First  floor  to  have  physical 
therapy  department  and  facilities  for  massaging  and  exercises,  physicians 
specializing  in  these  diseases,  and  some  nurses.  Each  patient  to  pay  $60 
rent,  and  the  government  help  pay  the  medical  end.  Patients  that  can 
afford,  to  contribute  more.  In  this  way,  one  patient  can  help  the  other 
(like  bathing  or  dressing  themselves)  because  they  are  in  one  place.  This 
will  be  a great  savings  to  people  and  government.  No  one  will  have  to 
require  transportation.  As  it  is  now,  it  is  very  hard  for  all  of  us 
handicapped  to  travel.  This  is  my  idea. 

Thank  you  for  allowing  me  to  give  my  testimonial,  and  I pray  that 
money  be  given  for  research. 

If  I have  any  time,  I want  to  say  I have  run  for  my  life.  I've  been 
running  from  December  the  second  till  now.  I try  not  to  give  up,  or  get 
emotional,  because  this  disease,  nerves  and  emotion  will  make  it  spread, 
and  if  this  scleroderma  hits  my  organs,  it  can  become  fatal.  Every  three 
or  four  months  they  draw  seven  tubes  of  blood  to  find  out  if  it  has  hit. 
It  has  hit  all  my  body,  except  my  eyes  and  my  mouth;  everything  has  been 
hit.  I'm  tied  up  like  chains  that  bind  me.  Why  can't  someone  release  me 
or  slash  my  wrists,  or  something,  something  to  give  me  a little 
mobilization,  or  something? 

So  I went  to  Columbus,  Ohio,  where  I came  from.  I had  been  very 
active  in  my  community.  I have  served  on  all  the  drives,  captains  here 
and  there,  but  never  for  arthritis;  no  one  cares  about  it.  So  when  I went 
there  - I don't  know,  someone  is  from  the  Mayo  Clinic  - I went  to  Dr. 
Siegal.  He  has  many  Mayo  Clinic  patients.  And  he  said,  "I  can't  do 
anything  for  you,  just  draw  your  blood,  give  you  Indocin.  Go  back  to 
Florida,  where  you  came  from,  and  the  warm  climate.  You  will  never  make 
it  here." 

I went  to  another  one,  and  he  kneeled  down  - this  is  a doctor  - and  he 
held  my  hands,  which  I want  you  all,  if  you  want  to,  to  come  and  feel  my 
hands  at  the  end,  and  feel  me,  how  I am.  Don't  look  how  I look.  I'm  on 
the  inside,  seven  layers.  And  this  doctor  said,  "Get  your  things  all 
ready,  and  whatever  you  have  to  do,  wills  or  anything."  I don't  have  any 
wills.  I'm  exhausted  from  funds,  running,  and  pain.  I'm  turned  over  to 
Medical  Social  Services.  And  I do  like  to  see  some  of  these  doctors, 
Ricca  and  Bridgeford,  if  they  can  help  me.  I have  no  more  money  to  spend. 
And  they  told  me,  this  doctor  said,  "If  you  go  to  California,  since  Dr. 
Engleman  is  from  California.  If  you  go,"  he  says,  "to  Canada,  you  will 
not  get  any  cure.  Just  accept  it." 

I've  been  accepting  one  whole  year.  And  I was  a very  active  person. 
I taught  in  choirs,  and  I played  a piano,  I could.  And  I do  now  take  this 
because  I see  other  people  around  me  that  are  worse.  So  now  I say  to  all 
of  you  doctors  here,  tell  me,  where  do  I run  to  next? 

ENGLEMAN:  Thank  you,  Mrs.  Saris.  I think  all  of  us  are  quite 
emphathetic.  We  understand  the  nature  of  your  problem.  Several  of  us 
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have  seen  patients  with  scleroderma  and  understand  thoroughly  the  kinds  of 
things  you're  facing.  These  are  some  of  the  things  that  have  stimulated 
the  creation  of  the  Arthritis  Act.  We  would  hope  that  the  implementation 
of  this  Act  will  fulfill  the  needs  that  patients  like  you  obviously  have. 

We  have  two  other  patients  who  are  sitting  here.  I think  that  we'll 
call  on  them  before  we  ask  members  of  the  Commission  to  ask  specific 
questions.  Mrs.  Marie  Johnson? 


TESTIMONY  OF 

MARIE  C.  JOHNSON,  PATIENT 
ST.  PETERSBURG,  FLORIDA 

JOHNSON:  Good  morning.  I would  like  to  say  that  I have  had 
scleroderma  for  several  years.  In  my  personal  search  for  answers,  I have 
had  many  experiences.  My  real  problem  started  in  1971,  when  I moved  to 
Florida.  By  then,  my  condition  was  that  I could  no  longer  tolerate  the 
Michigan  winters.  I had  been  hospitalized  several  times  in  Michigan,  and 
each  time  less  hope  than  the  time  before.  It  was  hard  for  me  to  believe 
or  accept  that  this  disease,  arthritis,  was  such  a mystery  as  my  doctors 
said  it  was.  Each  time  I subjected  myself  to  more  and  more  complicated 
tests . 

By  the  time  I reached  Florida,  I weighed  about  98  pounds,  I could  not 
swallow,  and  my  hands  constantly  in  pain  and  terribly  deformed.  I could 
not  find  work  in  my  field,  secretarial  work,  so  I struggled  with 
unemployment  for  several  months.  I applied  for  disability  when  my 
unemployment  ran  out;  I was  refused.  I tried  to  reapply  for  unemployment, 
and  that  was  refused,  so  I reapplied  for  disability.  After  several 
months,  I finally  became  eligible  for  disability.  When  I had  to  go  down 
for  my  physical  examination,  the  doctor  just  literally  took  one  look  at  me 
and  immediately  signed  the  form.  This  took  all  of  11  months,  and  this  was 
something  that  I could  not  understand.  I wanted  to  work,  but  no  one  would 
hire  me.  Although  I am  on  disability,  I don't  feel  disabled.  It's  quite 
a dilemma. 

My  biggest  problem  was  finding  a doctor.  I went  to  doctors  and  they 
literally  refused  to  treat  me  because  they  said  there  was  nothing  they 
could  do.  Finally,  I got  in  touch  with  the  Arthritis  Foundation,  and  they 
gave  me  about  five  names  cf  doctors,  three,  I think,  of  which  I'd  already 
been  to.  Finally,  I chose  one  and  went  to  see  him.  He  was  literally 
shocked  when  I walked  into  his  office.  He  could  not  understand  how  I 
could  be  in  the  shape  that  I was  in.  He  made  arrangements  for  me  to  go  to 
Shands  Teaching  Hospital  in  Gainesville.  I have  been  going  there  since 
1973.  I've  had  several  operations,  and  I feel  that  they  have  helped  me 
somewhat,  as  much  as  they  could. 

I also  have  been  under  the  supervision  of  the  Division  of  Vocational 
Rehabilitation,  and  was  able  to  attend  junior  college  and  start  at  the 
University  of  South  Florida.  But,  unfortunately,  the  funds  ran  out,  so  I 
could  not  continue  my  education. 
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My  main  point  is  that  through  an  article  in  the  St.  Petersburg  Times, 
I saw  an  article  for  people  to  join  a Scleroderma  Club  located  in  New 
Castle,  Pennsylvania.  It  was  founded  by  Mrs.  John  Barlet,  in  '71,  also  a 
victim.  On  October  4th,  I had  the  pleasure  of  attending  the  Fourth  Annual 
Benefit  Dinner  to  raise  funds.  Even  a girl  friend  of  mine,  from  Michigan, 
joined  me  there.  There  were  129  persons  representing  19  states.  Dr. 
Stanley  Jacob,  Associate  Professor  of  Surgery  at  the  University  of  Oregon 
Health  Sciences  Center  and  Director  of  the  National  Scleroderma  Club,  was 
the  guest  speaker.  He  has  been  working  cn  a drug  called  DMSO  for  patients 
with  scleroderma  with  good  results.  But,  as  with  everything  else,  he 
needs  funds  for  research. 

In  1970,  I was  in  the  Cleveland  Clinic,  and  I was  informed  by  the 
doctors  taking  care  of  me  that  DSMO  may  have  helped  me,  but  the  FDA  had 
taken  it  off  the  market  and  they  did  not  know  why.  I didn’t  know  until  I 
went  there  that  it  could  be  obtained  through  certain  doctors.  Even  now, 
as  far  as  I know,  the  only  way  I can  get  it  is  by  going  to  some  doctor  in 
Georgia . 

I think  funds  should  be  appropriated  not  only  for  research  of 
arthritis,  but  there  are  many  other  important  areas  as  well:  the  training 
of  specialized  personnel  in  clinics.  I don't  know  of  any  clinics  that  are 
specially  for  arthritics,  clinics  to  help  them  adjust  mechanically  and 
physically.  More  doctors  should  be  trained  to  help  their  patients  seek 
information  in  other  directions  if  they  cannot  help.  Information  must 
reach  the  public  as  to  symptoms  and  care  for  others  as  well  as  themselves. 
I can't  tell  you  how  many  times  I've  heard,  "But  you're  so  young  to  have 
arthritis.  I thought  only  old  people  got  it."  And  when  I mention 
scleroderma,  forget  it.  I've  had  interns  even  tell  me  they've  never  heard 
of  it.  Why  doesn't  the  Foundation  have  a Jerry  Lewis? 

Funds  should  also  be  available  for  arthritics  to  travel  to  clinics  if 
they  wish  to  volunteer  for  research  testing.  It  goes  without  saying  that 
young  victims  should  have  some  kind  of  income  to  help  them  or  their 
parents  if  they  cannot  qualify  for  Medicare,  at  least  money  for  medical 
assistance.  Even  if  a cure  will  take  some  time,  there  are  other  means  of 
making  life  a little  easier.  I have  also  found  that  some  kind  of 
psychological  counseling  can  be  very  helpful.  I,  myself,  would  like  to  do 
whatever  I can  to  help  this  cause. 

I'd  like  to  close  with  a quotation  I've  got  here.  "It  is  not  the 
disease,  but  the  neglect  of  the  remedy  which  generally  destroys  life." 

Thank  you. 

ENGLEMAN:  Thank  you,  Ms.  Johnson. 

May  we  now  call  on  Jo  Anne  Haymond. 
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TESTIMONY  OF 

JO  ANNE  M.  HAYMOND,  WIFE  CF  AFTHRITIS  PATIENT 
TAMPA,  FLORIDA 

Haymond:  Good  morning.  I am  here  not  as  a patient,  thank  God,  but  on 
behalf  of  my  husband  and  other  military  men,  both  active  duty  and  retired, 
who  have  been  afflicted  with  arthritis. 

We  need  your  help,  and  after  talking  to  the  St.  Petersburg  Field 
Office  of  the  Florida  Chapter  of  the  Arthritis  Foundation,  I realize  that 
our  problem  is  not  unique. 

My  husband  is  a retired  military  man  who  was  forced  out  of  the  service 
on  a medical  discharge.  The  Physical  Examining  Board  of  Wilford  Hall 
Hospital  at  San  Antonio,  Texas,  diagnosed  his  condition  as  osteoarthritis, 
and  he  was  discharged  as  permanently  disabled,  with  the  disability 
service-connected,  on  30  June  *73.  He  followed  the  recommended  procedures 
and  filed  with  the  Veterans®  Administration  Regional  Office  in  St. 
Petersburg.  He  was  sent  to  the  V.A.  Hospital  in  Tampa  for  evaluation  and 
trea tment. 

After  being  told  that  the  V.A.  findings  showed  no  arthritis,  they 
still  continued  to  treat  him  with  the  same  maintenance  dosages  of 
medications  that  the  Air  Force  had  established  for  him.  Several  of  the 
doctors  were  of  Latin  descent  and  spoke  so  little  English  that  simple 
communication  was  virtually  impossible.  At  one  time,  a Dr.  Keefe  did  say 
that  he  did  find  arthritis  present.  However,  in  July  '75,  my  husband  was 
told  that  his  disability  was  not  service-connected,  and  he  was  refused 
further  treatment. 

Question:  How  can  a medical  problem  which  was  considered  permanent  and 
service- connected  by  the  Air  Force  suddenly  be  declared  nonexistent  and 
nonservice-connected  by  the  V.A.? 

Over  a period  of  approximately  five  years  while  on  active  duty,  a 
number  of  different  doctors,  and  several  evaluations  in  various  hospitals, 
there  were  many  disagreements  as  to  what  the  actual  diagnosis  was  and  what 
treatment  should  be.  Many  different  forms  of  arthritis  were  mentioned, 
running  the  gamut  from  gouty  arthritis,  Mari e-Strum pell  disease, 
ankylosing  spondylitis,  rheumatoid  arthritis,  etc. , but  nothing  really 
conclusive.  All  of  this  indecision  cost  him  a job,  a promotion,  and, 
ultimately,  a career. 

Question:  Is  there  some  way  that  a centralized  facility  could  be 
established  to  coordinate  the  diagnosis  and  treatment  of  arthritic 
diseases  instead  of  finding  it  necessary  to  subject  both  the  military  man 
and  the  overworked  G.P.  and/or  internist  to  the  constant  struggle  of 
trying  to  find  out  what  the  problem  is  while  keeping  service  personnel 
functioning  comfortably,  safely,  and  intelligently? 

Question:  How  many  have  become  drug-dependent,  or  even  addicted,  while 
being  "treated"? 
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Question:  How  many  others  have  suffered  this  miscarriage  of  justice 

and  are  no  longer  receiving  care  and  treatment  they  so  richly  deserve 
after  having  devoted  many  years  of  service  to  the  country  they  honestly 
believed  would  care  for  their  in  their  time  of  need? 

I understand  only  too  well  that  arthritis  certainly  isn't  as  heroic 
sounding  a complaint  as  a bullet  wound,  shrapnel  fragments,  or  shell 
shock,  etc.,  but  who  can  say  positively  that  it  was  not  service-incurred 
(perhaps  by  aggravated  stresses  in  the  jungles  of  Viet  Nam)  when  the  vast 
complexities  of  the  disease  and  its  causes  remain  largely  unknown? 

It  has  also  been  called  to  my  attention  that  there  is  also  a need  in 
the  civilian  world  for  a diagnostic  center  of  the  sort  I suggested. 

"Each  doctor  does  his  own  thing  and  finds  another  form  of  arthritis 
and  treatment. " 

There  needs  to  be  some  kind  of  continuity,  both  of  treatment  and 
diagnosis.  Thank  you. 

ENGLEMAN:  Thank  you,  Mrs.  Haymond.  I regret  that  the  representative 

of  the  Veterans'  Administration  who  is  on  our  Commission  is  not  here  to 
hear  you. 

HAYMOND:  I do,  too. 

ENGLEMAN:  However,  we  will  be  joining  him  tomorrow,  and  your  testimony 
will  reach  him,  I can  assure  you. 

I wonder  if  there  are  any  guestions  that  members  of  the  Commission 
would  like  to  ask  any  one  of  these  three  patients?  Yes,  Mrs.  Anthrop. 

ANTHROP:  I'd  just  like  to  say  to  Mrs.  Saris  that  I understand  exactly 
maybe  not  exactly,  but  I understand  how  you  feel.  I,  too,  was  a very 
active  person,  always  on  the  go,  always  on  this  and  that.  I was  a Public 
Health  nurse,  where  I found  it  wonderful  to  work  with  people,  mothers  and 
children,  school  children;  then,  all  of  a sudden,  bingo.  It  took  three 
years  for  me  to  accept  the  fact  that  I could  no  longer  work  with  the 
people  that  I liked  to  work  with.  But,  in  time,  as  I got  under  the  proper 
doctors  and  medications,  I found  myself  giving  to  others  where  they  neec 
it,  and  I think  you  can  do  likewise,  or  perhaps  give  someone  else 
encouragement. 

You  mentioned  that  psychological  need  an-d  help  that  is  so  needed, 
think  that  arthritics  should  form  sort  of  an  AA  club,  like  the  alcoholics, 
and  call  each  other  up  and  encourage  each  other  because  I found  that  it': 
so  true  in  my  own  family,  where  my  sister,  who  was  a nurse,  after  30  year: 
of  service  in  the  Public  Health  Service,  got  in  an  accident  and  go 
rheumatoid;  it  triggered  it.  I found  myself  counseling  her.  So  it  isn'- 
so  hard  after  all.  It  was  part  of  my  profession  anyhow.  But  it  mean 
more  when  it  comes  from  somebody  who  really  understands  and  has  gon 
through  the  pain  and  feels  it  than  going  to  a high- polished  doctor  tha 
never  had  the  disease.  It's  worth  it.  So  I would  suggest  you  try  that 
perhaps. 
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ENGLEMAN:  Thank  you,  Ms.  Anthrop.  Mrs.  Melich? 

MELICH:  I am  also  an  arthritic,  but  I have  osteo.  And  even  though  I 
don't  look  like  I have  anything  wrong  with  me,  I have  quite  a bit  of  pain 
quite  often,  so  I'm  very  sympathetic  with  all  of  you  patients. 

But  I'd  like  to  stress  to  this  whole  audience  here,  if  you're  really 
interested  in  doing  something  for  the  arthritic,  write  your  Congressman 
and  tell  him  that  we  need  the  funding  for  all  of  this  work  that  we're 
trying  to  do.  We  are  not  funded  at  all.  Until  we  get  enough  public 
opinion  to  stress  the  need  for  funding,  all  of  our  work  will  be  absolutely 
nil.  So  each  one  of  you  here,  if  you  will  make  it  a point  to  write  your 
Congressman  and  urge  that  they  fund  the  National  Arthritis  Act,  then  we'll 
be  able  to  do  something  for  all  of  you  patients  and  your  families.  Thank 
you. 


ENGLEMAN:  Thank  you  very  much. 

We'll  now  call  on  Dr.  Krause,  Dr.  Jacques  Caldwell,  Dr.  David  Howell, 
and  Dr.  W.  J.  Elechman. 


SUBMITTED  STATEMENT  OF 
BICHARD  M.  KRAUSE,  M.D. 

DIRECTOR,  NATIONAL  INSTITUTE  OF  ALLERGY  AND  INFECTIOUS  DISEASES 

In  implementing  our  charge  to  further  the  progress  in  immunologic  and 
infectious  diseases,  the  NIAID  has  been  alert  and  sensitive  to  the  many 
questions  and  problems  in  areas  of  arthritis  and  connective  tissue 
disorders.  Our  primary  responsibility  for  research  on  the  immune  system 
interfaces  with  the  recognized  thrust  of  arthritis  research  in  mechanisms 
of  immunity,  hypersensitivity,  and  inflammation.  While  connective  tissue, 
cartilage,  ahd  synovium  constitute  a focus  for  rheumatology,  our  special 
concern  stems  from  their  involvement  in  immune  and  infectious- related 
processes.  Accordingly,  we  look  forward  to  the  continuing  participation 
of  this  Institute  in  basic  and  clinical  research  having  direct  relevance 
to  the  pathogenesis  of  the  rheumatic  diseases,  and  to  improved  measures  of 
diagnosis  and  treatment  for  the  patient  affected  by  immunclogically 
mediated  joint  and  connective  tissue  diseases. 

It  is  my  purpose  here  to  examine  current  programmatic  interests  and 
activities  of  NIAID  especially  pertinent  to  promising  directions  for 
arthritis  research. 

A special  emphasis  program  in  clinical  immunology  and  immunopathology 
includes  investigations  dealing  with  specific  rheumatoid  and  connective 
tissue  diseases  and  processes.  The  Institute  supports  projects  in 
immunobiology,  immunochemistry,  immunogenetics,  lymphocyte  biology, 
virology,  and  microbial  processes  concerned  with  the  study  of  antigens, 
antibody  responses,  their  in  vivo  interactions,  disposition,  and 
functional  effects.  Many  of  these  are  of  direct  relevance  to 
pathophysiologic  and  pharmacologic  processes  affecting  rheumatologically 
involved  tissues.  Certainly,  it  is  the  same  complement  derived  chemical 
mediators,  chemotactic  recruitment  of  leukocytes,  and  release  of  tissue 


4-31 


St.  Petersburg,  Florida 


December  8,  1975 


destructive  cytoplasmic  lysosomal  enzymes  that  give  the  same  common 
denominator  of  inflammation  to  the  asthmatic  lung,  eczematous  skin, 
glomerulonephritic  kidney,  arthritic  synovium,  and  infiltrated  fascia. 

The  NIAID  supports  the  projects  on  the  chemistry  of  microbial 
antigens,  immune  complexes,  the  nature  of  cell-mediated  immunity  and 
products  of  immune  response  genes,  and  the  genetic  factors  predisposing  to 
disease.  Such  information  may  equally  apply  to  a better  understanding  of 
rheumatoid  arthritis,  deriratomyositis,  rheumatic  fever,  and  systemic  lupus 
erythematosus  as  they  do  to  hypersensitivity  pneumonitis,  allergic 
vasculitis  and  polyarteritis,  asthma,  and  autoimmune  thyroiditis. 

We  are  in  agreement  with  the  attention  which  was  focused  on  cellular 
immunology  and  immunogenetics  by  the  Research  Work  Group  of  the  National 
Arthritis  Commission,  and  the  possible  significance  of  Ir  genes  and  HLA 
system  in  dissecting  out  the  immunologic  mechanisms  in  rheumatoid 
arthritis  and  other  rheumatic  diseases.  To  this  end  we  support  four  major 
program  projects  which  serve  as  key  "centers"  in  immunobiology  and 
immunogenetics,  as  well  as  a number  of  individual  investigators. 

We  have  prepared  in  the  attachment  entitled  Exhibit  A a list  of  NIAID 
grant- supported  projects  in  which  either  all  or  some  portion  deal  directly 
with  arthritis  and  connective  tissue  diseases  research,  or  in  which  the 
thrust  of  basic  biologic  research  may  have  relevance  to  etiologic  and 
pathogenetic  factors  in  these  situations. 

A summary  is  given  in  the  first  column  of  the  table  in  Exhibit  B of 
the  value  in  dollars  for  FY  '75  of  the  grants  in  each  of  the  four  relevant 
program  areas.  The  total  value  was  $8,820,249. 

In  the  study  of  the  rheumatoid  process,  investigations  center  on  the 
importance  of  immunological  phenomena;  pathogenetic  factors  in  the 
deposition  of  immune  complexes  and  their  ability  to  initiate  and  maintain 
inflammation  within  the  synovia  and  adjacent  cartilage.  Under  NIAID  grant 
support  research,  the  chemical  characteristics  of  IgM,  IgG  auto- 
antibodies, rheumatoid  factors,  and  cryomacroglobulins  are  being  defined, 
methods  developed  for  isolating  and  correlating  immune  complexes  with  the 
rheumatoid  process,  and  relevant  immunochemical  techniques  extended  to  the 
study  of  humoral  immunoglobulins  in  S jogren-Larssen  and  Felty's  syndromes 
and  the  nature  of  IgA-secret ing  antibody  at  the  synovial  surface. 

For  the  pathogenetic  initiation  of  inflammation  we  recognize  that 
delineation  and  clarification  of  constituent  mechanisms  of  the  complement 
cascade  are  required.  Accordingly,  NIAID- supported  research  deals  with  a 
dissection  of  the  chemistry  of  individual  complement  components,  the 
immunobiology  of  products  of  cleavage  and  their  interactions,  and  the 
biosynthesis  and  structural  basis  of  complement  functions.  We  note 
productive  leads  emerging  from  studies  on  the  alternative  complement 
activating  pathway  in  systemic  lupus  erythematosus  and  mixed  connective 
tissue  disease,  and  the  pathologic  pathways  for  synthesis  and  function  of 
C-reative  protein  in  inflammation.  Biochemical  studies  of  genetically 
defined  specific  complement  deficiencies  are  establishing  correlations 
with  manifestations  of  arthropathy. 
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Since  the  perpetuation  of  inflammation  and  pathologic  alteration  of 
involved  tissue  depends  upon  a source  of  destructive  enzymes,  relevant 
grant  support  work  is  directed  to  the  examination  of  origins  and  functions 
of  lysosomal-containing  cells  migrating  to  affected  sites.  Some  NIAID 
studies  include  mechanisms  for  activation  of  macrophages  by  action  on  cell 
surface  receptors,  formation  of  intrinsic  hydrolase  and  esterases, 
recruitment  and  immobilization  of  polymorphonuclear  leukocytes,  and 
factors  for  release  of  their  proteolytic  granular  contents.  Productive 
leads  stem  from  studies  on  the  interaction  of  macrophages  with  soluble 
complexes  and  resultant  enzymatic  attack  on  collagen  and  elastic  tissue 
substrates . 

In  studies  relevant  to  systemic  lupus  erythematosus,  NIAID-supported 
research  has  been  concerned  with  the  genesis,  chemistry,  and  pathologic 
relationships  of  autoimmune  antibodies  to  nuclear  materials.  Methods  for 
self-induced  tolerance  are  being  sought  in  addition  to  therapeutic 
approaches  for  combating  inflammatory  residuals  of  tissue  localization  of 
the  DNA  derived  immune  complexes.  Models  of  immune  complex  mediated 
autoimmune  disease  and  serologic  and  cellular  studies  of  human  disorders 
are  contributing  to  the  definition  of  responsible  etiologic  and 
pathogenetic  factors  of  the  diversity  of  vascular,  joint,  renal,  hepatic, 
and  neurologic  manifestations  of  systemic  lupus  erythematosus. 

We  have  already  noted  the  possible  importance  of  cell-mediated 
immunity  and  genetic  influences  on  the  development  of  immunologic 
diseases.  NIAID  projects  are  concerned  with  the  lymphocyte  secretory 
products  and  T and  B cell  abnormalities  in  autoimmune  states; 
identification  of  lymphocyte  stimulating  histocompatibility  determinants 
associated  with  rheumatoid  arthritis,  ankylosing  spondylitis,  and  systemic 
lupus  erythematosus;  and  the  identification  of  lymphocyte  antigens  in 
connective  tissue  disorders.  It  should  be  noted  here  that  NIAID  through  a 
contract  program  is  the  sole  source  of  the  complete  panel  of  HLA  typing 
sera  and  provides  sera  to  a large  number  of  investigators  studying  the 
relations  between  certain  HLA  antigens  and  diseases  such  as  ankylosing 
spondylitis. 

One  large  program  project  supported  by  NIAID  is  attacking  problems  in 
systemic  lupus  erythematosus,  Reiter's  syndrome,  psoriatic  arthritis,  and 
progressive  systemic  sclerosis.  This  group  is  seeking  to  characterize 
circulating  antigen  types  in  patients  with  differing  subsets  of  disease, 
i.e.,  arthritic  and  nephritic;  and  the  relationship  of  auto-antibody 
patterns  to  the  clinical  nature,  natural  history,  and  response  to  therapy 
of  systemic  lupus  erythematosus  and  related  diseases. 

NIAID' s programs  in  infectious  diseases  research  underscore  the  need 
to  clarify  still  poorly  understood  roles  of  microbial  fractions  in  the 
pathogenesis  of  affected  arthritic  and  connective  tissue,  beyond 
documented  clinical  descriptions  of  septic  arthritis  and  long-standing 
observations  on  association  of  infection  with  these  disorders.  Important 
data  are  generated  from  our  program  in  viral  and  bacterial  diseases. 
Especially  productive  has  been  the  elucidation  of  the  chemistry  of 
bacterial  antigens  and  their  importance  in  the  nephritic  and  arthritic 
sequalae  of  streptococcal  infection. 
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One  important  benefit  of  the  Venereal  Disease  Program  has  been  the 
opportunity  to  develop  technigues  that  are  leading  to  gonococcal 
identification  in  the  synovial  membrane.  Other  examples  include  the 
development  of  test  systems  for  detection  of  mycoplasmal  antigens  in 
synovial  fluid  of  affected  joints,  and  leads  given  in  the  study  of  models 
of  mycoplasmal  associated  arthritis.  Additionally,  evidence  is  being 
uncovered  in  work  on  chlamydial  infections  associated  with  polyarthritis- 
enteritis  syndromes. 

Studies  within  one  of  NIAID' s Special  Emphasis  Programs  on  Chronic  and 
Degenerative  Diseases  of  Man  deal  with  the  enigma  of  "slow"  and  defective 
viruses  in  pathogenesis.  Here  recent  observations  have  given  substance  to 
the  suspicion  that  chrcnic  virus  infections  may  serve  as  initiating 
factors.  Especially  relevant  are  basic  studies  on  the  mechanisms  of 
latency  and  persistence  of  measles  virus  and  of  RNA  tumor  viruses  in 
systemic  lupus  erythematosus. 

In  delineating  these  specific  areas  we  believe  that  this  Institute 
must  participate  with  NIAMDD  and  voluntary  organizations  in  the  attack  on 
arthritis  if  it  is  to  be  successful.  Success  will  depend  on  the 
translation  into  clinical  practice  programs  of  prevention  and  treatments 
stemming  from  the  experimental  data  on  immunobiology,  immunochemistry , 
immunopa thology , genetics,  bacteriology  and  virology. 

We  are  in  agreement  with  the  scientific  recommendations  of  the 
Research  Work  Group  of  the  Arthritis  Commission.  We  have  pushed  the 
research  effort  to  the  extent  that  our  resources  have  permitted  us  to  do, 
in  the  major  problems  identified  in  Section  I,  III,  IV,  and  VIII  of  the- 
report  of  the  Research  Work  Group.  It  is  up  to  the  Commission  to 
determine  the  priorities  for  the  various  elements  of  the  Arthritis 
Program,  and  we  would  not  at  this  time,  without  prior  close  consultation 
with  NIAMDD,  give  an  opinion  on  the  overall  level  of  funding  needed  to 
carry  on  the  research  which  now  holds  sc  much  promise  for  the  discovery  of 
the  cause  and  cure  and  prevention  of  many  of  the  forms  of  arthritis.  We 
have  attached  for  your  consideration,  however,  in  Exhibit  B,  the  current 
NIAID  budget  for  arthritis-related  research,  as  well  as  our  projections  of 
the  useful  degree  to  which  these  programs  might  be  expanded. 

We  seek  active  participation  in  the  task  which  is  before  us.  We  are 
equipped  to  do  it,  and  I telieve  together  with  NIAMDD  we  will  do  it  very 
well . 

In  closing,  let  me  add  a personal  note.  I have  remained  perplexed 
over  the  years  about  the  pathogenesis  of  juvenile  rheumatoid  arthritis.  I 
have  been  impressed  by  the  anecdotal  reports  which  suggest  an  association 
between  streptococcal  infections  and  juvenile  rheumatoid  arthritis,  but 
with  the  reservation  that  the  documentation  was  usually  inadequate  and 
inconclusive.  Other  investigators  have  been  equally  skeptical  of  this 
possibility.  Perhaps  the  explanation  is  that  juvenile  rheumatoid 
arthritis  is  a consequence  of  more  than  one  kind  of  infectious  process. 
And  so,  one  series  of  patients  might  suggest  an  association  with  a 
specific  infectiop,  whereas  another  series  does  not. 
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We  have  reinvestigated  the  matter  with  a serologic  test  which  detects 
antibodies  to  a bacterial  antigen  common  to  all  bacteria,  but  an  antigen 
which,  by  its  chemical  nature,  is  completely  different  from  any  antigen  in 
mammalian  cells.  Our  findings  suggest  that  juvenile  rheumatoid  arthritis 
patients  early  in  the  course  of  the  disease  have  a higher  level  of  the 
antibodies  to  this  bacterial  antigen  than  do.  control  patients. 
Furthermore,  there  is  a suggestion,  at  least  in  this  series  of  patients, 
that  a group  A streptococcal  infection  occurred  prior  to  the  onset  of  the 
initial  attack.  I cite  this  personal  research  experience  for  two 
purposes:  First,  to  underscore  the  complexity  of  the  problem  which  we 
face;  but,  secondly,  and  at  the  same  time,  to  highlight  my  own  reasons  for 
optimism . 

Finally,  I should  note  that  our  intramural  programs  are  devoted  to  the 
same  types  of  research  that  I have  outlined  for  our  extramural  programs. 
There  has  been  a close  association  and  collaboration  between  investigators 
of  the  NIAID  and  NIAMDD  in  many  areas.  We  anticipate  this  relationship  as 
becoming  closer. 

I do  believe  that  the  attack  against  arthritis  has  been  mounted.  The 
terrain  has  been  scouted  out,  now  let  the  matter  be  pushed 

[Attachments  submitted.] 


TESTIMONY  OF 
RICHARD  M.  KRAUSE,  M.D. 

KRAUSE:  Dr.  Engleman,  members  of  the  Commission,  fellow  witnesses, 
and  those  who  are  here  to  express  their  concern  about  the  area  of 
arthritis:  I come  to  you  as  the  Director  of  the  National  Institute  of 
Allergy  and  Infectious  Diseases,  which  is  one  of  the  Institutes  of  the 
National  Institutes  of  Health.  But  I might  say,  also,  that  I have,  prior 
to  taking  up  this  position  a month  ago,  been  concerned  with  the  arthritic 
diseases  and  the  immunological  disorders  for  over  20  years  and  had 
established  at  Washington  University,  in  St.  Louis,  the  Division  of 
Arthritic  Diseases,  in  the  middle  sixties. 

This  Institute  that  I represent  has  been  concerned  with  the  problems 
of  arthritis  and  connective  tissue  diseases,  and  this  is  because  our 
primary  responsibility  for  research  in  the  immune  system  and  the 
infectious  diseases  interfaces  with  the  recognized  thrust  of  much  of 
arthritis  research.  It  is  my  purpose,  therefore,  today  to  examine  current 
activities  in  this  Institute  especially  pertinent  to  the  work  of  this 
Commission. 

A special  emphasis  program  of  the  Institute  is  concerned  with  research 
on  specific  rheumatic  diseases.  Relevant  studies  are  underway  in 
immunobiology,  immunochemistry,  immunogenetics,  lymphocyte  biology, 
virology,  latent  viruses,  the  chemistry  of  microbial  antigens,  immune 
complexes  and  pathogenesis  of  rheumatic  disease,  the  nature  of  cell- 
mediated  immunity,  and  the  products  of  immune  response  genes  and  genetic 
factors  which  predispose  to  the  rheumatic  diseases. 
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We  are  in  agreement  with  the  attention  which  was  focused  on  cellular 
immunology  and  immunogenetics  by  the  Research  Work  Group,  and  the  possible 
significance  of  Ir  genes  and  the  HLA  tissue-typing  system  in  dissecting 
out  the  immunologic  mechanisms  in  rheumatoid  arthritis  and  other  rheumatic 
diseases.  To  this  end,  we  support  four  major  program  projects  which  serve 
as  key  centers  in  immunobiology  and  immunogenetics,  as  well  as  scores  and 
scores  of  individual  investigators. 

Furthermore,  NIAID  is  the  sole  source  of  the  HLA  typing  sera  used  by 
all  investigators  to  establish  relationships  between  the  HL  typing  system 
and  various  diseases,  a matter  which,  again,  was  emphasized  in  your 
Research  Work  Group  report.  This  program  alone  costs  us  nearly  $1  million 
a year. 

Emphasis  has  been  placed  also  on  the  slow  viruses  and  the  defective 
viruses  in  the  pathogenesis  of  chronic  diseases,  including  measles  virus 
and  lupus. 

I have  prepared  in  the  testimony  which  you  will  receive,  and  I am  only 
abstracting  from  that  testimony,  an  attachment.  Exhibit  A,  which  is  a list 
of  all  grants  supported  by  this  Institute  which  either  all  or  in  some 
portion  have  relevance  to  the  pathogenic  factors  in  the  rheumatic 
diseases.  The  total  value  is  $8.8  million,  and  in  Exhibit  B these  grants 
are  grouped  into  five  program  areas,  roughly  as  follows:  arthritis  and 
connective  tissue  diseases  and  clinical  immunology  and  immunopathology, 
approximately  $1  million;  immune  complex  and  autoimmunity,  $1.4  million; 
the  biology  and  chemistry  of  inflammation,  $3  million;  infection  and 
immunity  pertaining  to  possible  pathogenesis  of  arthritis,  approximately 
$800,000;  and  immunogenetics  and  the  histocompatibility  and  Ir  gene 
system,  $2.4  million;  roughly  $8.8  million. 

We  are  in  agreement  with  the  scientific  recommendations  of  the 
Research  Group.  It  is  up  to  the  Commission  to  determine  the  priorities 
for  the  various  elements  of  the  Arthritis  Program,  and  we  would  not  at 
this  time,  without  prior  close  consultation  with  the  National  Institute  of 
Arthritis,  Metabolism,  and  Digestive  Diseases,  give  an  opinion  on  the 
overall  level  of  funding  needed  for  research.  We  have  attached  for  your 
consideration,  in  Exhibit  B,  our  current  budget,  as  I have  said,  for 
arthritis  related  research,  as  well  as  our  projections  of  the  useful 
degree  to  which  these  programs  might  be  expanded. 

We  seek  active  participation  along  with  the  Arthritis  Institute  and 
the  voluntary  agencies  in  the  task  which  is  before  us.  I do  believe  that 
the  attack  on  arthritis  has  been  mounted,  and  that  the  terrain  has  been 
scouted  out,  and  now  let  the  matter  be  pushed.  Thank  you  very  much. 

ENGLEMAN:  Thank  you.  Dr.  Krause.  Your  comments  are  most  illuminating. 
It’s  obvious  that  your  Institute  is  very  much  involved  in  arthritis,  and 
it  raises  an  obvious  question.  There  is  the  Institute  on  Arthritis, 
Metabolism,  and  Digestive  Diseases,  which  we  have  always  identified  with 
the  problems  relating  to  arthritis.  Now  you  quote  a figure  of  some  $9 
million,  which  is  almost  the  equivalent  of  that  of  the  Arthritis  Institute 
- not  quite  as  much.  I think  the  latest  figure  I've  heard  is  something 
like  $13  million  that  are  provided  by  the  Arthritis  Institute  for 
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arthritis,  and  there  must  be  other  institutes  that  have  similar  tangential 
involvement,  as  well  as  other  agencies.  Do  you  see  any  disadvantage  in 
these  many  separate  approaches  to  the  problem?  Would  there  be  any 
advantage  in  trying  to  consolidate  all  of  these  efforts  under  a single 
roof? 

KRAUSE:  I think  that  when  problems  are  as  complex  as  arthritis,  with 
its  many  different  facets  and  forms,  with  pathogenic  mechanisms  stemming 
from  both  immunological  and  infectious  processes,  and  probably  from 
metabolic  processes  also,  that  there  is  an  advantage  to  a pluralistic 
approach,  provided  that  pluralism  does  have  coordination  by  a coordinating 
group,  perhaps,  or  frequent  consultation.  It  so  happens,  I believe,  that 
there  is  good  precedent  for  this  kind  of  pluralistic  approach  with,  at  the 
same  time,  close  cooperation  among  those  who  have  responsibility  for  the 
research  effort.  This  is  true,  for  example,  now  in  the  attack  which  is 
being  waged  on  the  problem  of  hepatitis.  There  is  much  interest  in 
hepatitis  in  various  different  arms  of  the  Government,  but  this  is  being 
coordinated  now,  I think  quite  effectively,  with  an  overall  coordinating 
committee. 

ENGLEMAN:  Any  other  questions?  Dr.  Gay,  as  a member  of  the  Institute, 
do  you  have  any  comment? 

GAY:  I've  met  with  the  coordinating  committee  once,  and  I'd  just 
assure  the  Commission  that  it  is  alive.  I don't  think  there  is  anybody 
here  from  the  Arthritis  Institute  to  speak  to  it  this  morning,  but  it  is 
very  active.  They've  had  one  meeting  and  considered  some  of  the  data  that 
Dr.  Krause  has  submitted. 

ENGLEMAN:  Thank  you  very  much.  Dr.  Krause. 

We'll  now  hear  from  Dr.  Caldwell. 


TESTIMONY  OF 

JACQUES  R.  CALDWELL,  M.  D. 

ASSOCIATE  PROFESSOR  OF  MEDICINE 
CHAIRMAN,  DEPARTMENT  OF  RHEUMATOLOGY,  UNIVERSITY  OF  FLORIDA 
PRESIDENT,  FLORIDA  SOCIETY  OF  RHEUMATOLOGY 
CHAIRMAN,  MEDICAL  AND  SCIENTIFIC  COMMITTEE 
FLORIDA  CHAPTER,  ARTHRITIS  FOUNDATION 

CALDWELL:  Ladies  and  Gentlemen:  I wish  to  address  myself  to  three 

issues:  (1)  the  deficiency  in  the  teaching  of  the  basic  concepts  of 

rheumatic  diseases  within  our  medical  schools;  (2)  the  deficiencies  in 
manpower  skilled  to  care  for  the  patient  with  rheumatic  diseases;  and  (3) 
the  deficiencies  in  research  devoted  to  rheumatic  diseases. 

Deficiencies  in  the  teaching  of  the  basic  concepts  of  rheumatic 
diseases  are  seen  every  day  by  each  of  us  who  care  for  patients  with 
arthritis.  We  see  patient  after  patient  whose  disease  has  been 
misdiagnosed,  whose  treatment  has  been  delayed,  or  whose  treatment  regimen 
has  been  inadequate  or  inappropriate.  Errors  in  diagnosis  and  clinical 
judgment  may  be  appropriate  to  the  common  cold,  whose  natural  outcome  is 
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full  recovery  of  the  patient.  Such  errors  are  intolerable  to  the  patient 
with  arthritis,  whose  outcome  may  be  a maimed  patient  condemned  to  chronic 
pain,  disability,  and  a turbulent  interpersonal  life. 

The  cause  of  many  of  these  errors  resides  in  one  fundamental  problem: 
the  current  knowledge  about  the  rheumatic  diseases  and  the  methods  of  care 
for  the  arthritic  patient  are  not  being  taught  adequately  in  our  medical 
schools.  Over  one-third  of  our  medical  schools  have  no  rheumatic  diseases 
division.,  Many  of  the  schoqls  with  rheumatic  diseases  divisions  have  only 
part-time  faculty,  or  only  a single  faculty  member  who  is  physically 
incapable  of  adequately  training  all  of  the  medical  school  students,  all 
of  the  interns  and  the  residents,  all  the  physician  assistant  students, 
all  the  nursing  students,  and  all  the  occupational  and  physical  therapy 
trainees  about  arthritis.  As  a result  of  this  deficiency  in  the  number  of 
medical  educators  knowledgeable  about  the  arthritic  diseases,  there  is  an 
incredible  lack  of  dissemination  of  information.  Most  students  graduating 
from  American  medical  schools  and  most  postdoctoral  trainees  who  have 
completed  internships  and  residencies  in  America  are  unable  to  recognize 
the  early  stages  of  most  types  of  arthritis.  Most  have  difficulty 
distinguishing  one  type  of  arthritis  from  another.  The  majority  have  no 
idea  how  to  appropriately  treat  any  form  of  arthritis. 

The  second  problem  is  the  severe  deficiency  in  the  number  of 
physicians  qualified  to  care  for  the  arthritic  patient.  This  problem 
emanates  from  the  first  issue,  that  is,  the  lack  of  financial  support  of 
arthritis  divisions  in  our  medical  schools.  The  deficiencies  in  the 
number  of  specialists  in  the  field  of  rheumatology  on  the  national  level 
have  been  brought  to  your  attention  previously.  In  Florida,  we  have  over 
one  million  arthritics,  yet  we  have  only  52  rheumatologists  appropriately 
trained  to  care  for  these  patients.  This  is  only  one  specialist  for  every 
20,000  patients;  that  is  hardly  a laudable  ratio.  There  has  been  much 
national  hysteria  concerning  the  fact  that  we  are  overtraining  specialists 
in  many  areas;  this  is  not  the  case  in  arthritis.  The  need  for  more  than 
one  specialist  for  20,000  patients,  as  we  have  in  Florida,  is  apparent. 
The  need  for  specialists  for  this  disease  in  general  is  self-evident. 
None  of  you  would  assign  the  correction  of  a mechanical  defect  on  a Saturn 
missile  to  your  neighborhood  handyman.  None  of  you  would  wish  to  fly  in  a 
747  commanded  by  a weekend  Piper  Cub  pilot.  Hopefully,  you  would  not 
entrust  the  care  of  patients  with  a disease  which  is  so  multifaceted, 
vicious,  and  potentially  crippling  as  arthritis  to  the  care  of  an 
inadequately  trained  general  practitioner;  yet  that  is  exactly  the  state 
of  the  art  in  America  today.  Over  97  percent  of  the  care  of  patients  with 
arthritis  which  requires  medical  attention  is  provided  by  inadequately 
trained  generalists. 

The  embarrassing  deficiency  in  the  allotment  of  research  funds  into 
the  cause  and  treatment  of  arthritic  disorders  has  also  been  made  known  to 
you.  There  is  a gross  distortion  in  the  emphasis  of  our  research  goals, 
as  directed  by  Congress.  Last  year.  Congress  appropriated  over  $2.50  per 
United  States  citizen,  that  is,  over  $500  million,  to  research  into  heart 
disease;  yet  they  allotted  only  $.06  cents  per  United  States  citizen  for 
arthritis  research,  a paltry  $13  million.  I do  not  wish  to  quarrel  with 
the  appropriation  of  funds  to  heart  disease  research,  but  I do  feel  that 
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the  grotesque  distortion  in  the  relative  value  placed  on  heart  disease 
vis-a-vis  arthritis  is  regrettable. 

I urge,  I beseech  this  Commission  to  begin  to  correct  these 
deficiencies  by  recommending  generous  funding  of  the  National  Arthritis 
Act.  I also  implore  you  to  recommend  that  the  distribution  of  funds  be 
truly  national,  that  funds  be  allotted  to  every  medical  school  that  has 
made  a commitment  to  an  arthritis  research  and  educational  proqram.  I 
wish  that  you  would  wholeheartedly  condemn  the  allotment  of  funds  to  a 
mere  handful  of  centers,  as  has  been  done  with  previous  appropriations  of 
this  type  for  other  diseases.  Only  with  widespread  support  of  arthritis 
education  and  research  are  we  going  to  be  able  to  correct  physician 
ignorance  about  arthritis  care,  to  correct  the  shortage  of  rheumatology 
specialists,  and  begin  to  discover  the  causes  and  develop  cures  or  new 
treatments  for  these  diseases. 

ENGLEMAN:  Thank  you  very  much.  Dr.  Caldwell. 

Any  questions?  If  not,  we'll  proceed  to  hear  from  Dr.  David  Howell. 


SUEMITTED  STATEMENT  OF 
DAVID  S.  HOWEIL,  M.D. 

PROFESSOR  OF  MEDICINE  AND  DIRECTOR 
ARTHRITIS  RESEARCH  AND  TRAINING  PROGRAM 
UNIVERSITY  OF  MIAMI  MEDICAL  SCHOOL 

This  area  of  the  country  is  unique  in  having  a stable  population  of 
over  two  and  a half  million  (if  one  includes  the  Naples  area  and  cities 
north) , and  a migrant  population  in  the  winter  of  aDproximately  double 
this.  The  area  is  also  unique  in  having  a very  high  proportion  of  elderly 
citizens  and  their  attendant  problems.  One  of  the  major  medical  problems 
of  this  elderly  group  is  osteoarthritis.  In  contrast  to  northern 

arthritis  clinics,  where  the  osteoarthritic  problem  may  represent  15-20 
percent  of  the  clinic  population,  the  Jackson  Memorial  Hospital  clinic 
runs  between  60  and  70  percent  osteoarthritics.  Moreover,  these  patients 
in  total  numbers  represent  about  7,000  patient  visits  per  annum  out  of  a 
total  of  12,000.  These  are  indigent  patient  visits  and  not  the  private 
patient  population,  which  brings  this  figure  to  almost  double. 

This  one  medical  center  at  the  University  of  Miami/Jackson  Memorial 
Hospital/Veterans ' Administration  Hospital  complex  serves  the  entire  south 
Florida  area  alone.  Nevertheless,  local  funding  or  other  sources  to 
promote  medical  care  for  the  arthritic  are  pitifully  small.  A small 

United  Fund  of  Dade  County/Arthritis  Foundation  grant  helps  administer 
physical  therapy  to  about  90  patients  per  year  run  through  a total 

rehabilitation  type  of  program.  Including  our  large  rheumatoid  arthritic 
program  with  its  number  of  patients,  we  estimate  that  about  five  times  the 
current  number  treated  are  in  need  of  physical  therapy  but  are  unable  to 
receive  it  because  of  our  limited  facilities.  In  fact,  almost  all  of  the 
current  treatments  are  carried  out  at  the  Easter  Seal  Crippled  Children's 
Society  center  rather  than  at  Jackson  Memorial  Hospital.  At  Jackson 
Memorial  Hospital  there  is  an  orthopedically  run  physical  medicine  program 
principally  for  stroke  patients,  paraplegics,  and  postoperative  orthopedic 
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patients.  There  simply  is  not  room  to  handle  hardly  any  of  our  inpatient 
and  none  of  our  outpatient  arthritic  rehabilitation  load. 

The  large  number  of  patients  seen  in  our  outpatient  clinic  depend  upon 
part-time  free  service  provided  by  Drs.  H.  Brown,  N.  Gottlieb,  R.  Altman, 
and  D.  Howell.  We  find  that  with  increasing  costs  of  private  patient  unit 
overhead  we  are  unable  to  make  a living  on  the  small  fraction  of  our  time 
allowed  for  private  patient  care  and  will  soon  have  to  make  other 
arrangements  to  continue  our  practices  in  the  community  or  move  elsewhere. 
The  loss  of  the  arthritis  training  grant  from  NIH  was  a bad  blow  to  our 
program,  and  we  are  currently  so  busy  with  teaching  general  medicine  and 
arthritis  that  we  cannot  make  a satisfactory  living  in  the  limited  time 
available  for  practice.  This  whole  division  will  probably  dissolve  within 
the  next  two  years  if  some  sort  of  remedial  aid  in  terms  of  salary 
supplement  is  not  obtained.  The  operation  of  Jackson  Hospital  clinics  and 
training  programs,  therefore,  depends  vitally  on  obtaining  new  funding. 
Centers  in  cancer,  diabetes,  sickle  cell  programs,  and  several  others  in 
the  Department  of  Medicine  are  supporting  other  divisions  within  the 
department,  and  the  department  chairman.  Dr.  William  J.  Harrington,  has 
no  money  to  provide  for  us,  although  he  is  entirely  sympathetic  with  our 
unit' s problems. 

In  addition,  the  program  director's  salary,  now  coming  from  a VA 
investigator ship,  ends  one  year  from  this  July,  and  this  program  cannot  be 
renewed  under  current  guidelines.  Thus,  simply  to  keep  the  unit  viable 
after  two  years  will  require  some  sort  of  center  grant  support. 

Although  our  existing  arthritis  program  supplies  much  needed  arthritis 
clinical  care  of  a rheumatoid  and  general  internal  medical  nature,  we 
badly  need  additional  funds  for  at  least  one  chief  physical  therapist,  two 
assistant  therapists,  one  social  worker,  and  a partial  salary  for  an 
orthopedic/arthritis  surgeon  to  fill  the  gigantic  needs  of  the  community. 
We  need  at  least  a small  amount  of  money  for  renovation  of  already 
existing  space  and  money  for  additional  Hubbard  tanks,  whirlpools,  and 
ultrasound  equipment  to  have  even  a minimally  satisfactory  arthritis 
center  here.  Fortunately,  we  are  in  close  collaboration  with  the 
orthopedic  surgeons,  and  the  director  (myself)  is  a member  of  the 
Orthopedic  Department,  under  Dr.  A.  Sarmiento.  The  administrative 
framework  for  running  a center  is  already  present,  and  an  arthritis  center 
grant  could  be  fitted  directly  into  the  current  system  in  operation  for 
paraplegics  and  postoperative  orthopedic  problems. 

Finally,  we  have  an  important  osteoarthritic  research  program  which  is 
also  in  danger  because  of  recession,  inflation,  and  cutbacks  in  the 
arthritis  training  grant  and  VA  support.  We  badly  need  the  salary  for  a 
physical  biochemist  employed  in  the  unit  since  1962.  The  ongoing 
arthritis  research  here  can  stand  independently  on  NIH  grant  renewals,  but 
all  of  the  salary  of  the  investigators  should  not  depend  on  such  unstable 
sources;  it  should  be  one  element  of  a firm  center  program.  The 
particular  thrust,  however,  of  any  program  centered  at  the  University  of 
Miami/Jackson  Memorial  Hospital  complex  would  lie  in  patient  care  of 
degenerative  joint  disease  as  its  emphasis.  Our  biochemical,  animal, 
experimental,  and  human  level  of  studies  should  be  amplified  in  this 
research  area. 
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Few  centers  in  the  world  have  such  an  intense  interest  in  this  sub-ject 
as  the  one  at  the  University  of  Miami,  and  I,  therefore,  am  certain  this 
complex  would  be  an  ideal  location  for  one  of  the  National  Arthritis  Act 
center  programs.  This  is  not  to  decry  the  need  for  such  programs  in 
northern  parts  of  our  state  or  other  southeastern  states;  we  hope 
sincerely  that  similar  programs  can  be  implemented  in  these  places  which 
surely  must  also  have  formidable  problems  such  as  those  we  are  facing  now. 

SUMMARY 

OSTEOARTHRITIS  ETIOLOGY  AND  PATHOGENESIS 
DAVID  S.  HOWELL,  M.D. 

Primary  osteoarthritis  is  characterized  by  degeneration  of  cartilage, 
adjacent  bone  remodeling,  thickening  of  the  soft  tissues  around  the  joint, 
and  symptoms  of  gradually  increasing  pain  and  stiffness.  Over  40  million 
Americans  have  some  degree  of  affliction,  and  of  these  probably  200,000 
are  severely  enough  handicapped  to  be  chair-  or  bedridden. 

In  contrast  to  over  100  different  other  disease  entities  characterized 
by  the  presence  of  arthritis,  there  is  little  inflammation  present  in 
osteoarthritis.  The  disease  has  been  classified  in  terms  of  a primary 
form  of  unknown  cause,  and  a form  secondary  to  traumatic,  metabolic, 
endocrine,  and  developmental  or  heritable  factors. 

Over  the  last  10  years  much  has  been  learned  about  the  factors  which 
influence  development  of  osteoarthritis.  This  includes  new  information  on 
the  precise  biochemical  composition  of  enormous  sugar  compounds  called 
proteoglycans,  as  well  as  similar  compounds  called  glycoproteins.  These 
form  into  aggregates  with  water-binding  properties.  The  struts  of  the 
cartilage  are  composed  of  the  protein  collagen  which,  together  with  the 
water-binding  proteoglycans,  forms  an  elastic  organ  which  resembles  a 
rubber  tire  in  its  function.  Regardless  of  the  etiological  cause  of 
osteoarthritis,  a common  sequence  of  events  occurs  in  the  development  of 
the  disease.  First,  there  is  breakdown  of  collagen  surface  struts, 
deepening  fissures  into  the  cartilage,  and  finally  ulceration  and  loss  of 
the  cartilage.  The  bone  under  the  cartilage  corresponds  to  the  spokes  of 
a wheel  and  absorbs  energy  of  impact  during  weight  bearing.  There  are 
alterations  in  proteoglycan  and  collagen  structure  with  aging  such  as  to 
cause  reduced  wear  properties.  There  are  also  more  severe  changes  in 
proteoglycans  which  occur  in  the  discrete  lesions  of  osteoarthritis.  In 
response  to  these  lesions,  there  is  a repair  process  in  osteoarthritis. 
This  is  comprised  of  an  accelerated  formation  of  the  proteoglycans,  as 
well  as  formation  of  new  collagen. 

It  is  considered  likely  that  in  most  forms  of  osteoarthritis 
accelerated  degradation  precedes  and  stimulates  the  repair.  The  cartilage 
contains  within  its  matrix  billions  of  cells,  the  chondrocytes,  which  are 
not  only  the  source  of  the  repair  process,  but  contain  potent  enzymes 
within  small  sacs  termed  lysosomes.  These  enzymes,  as  well  as  some 
outside  of  the  lysosomes,  are  believed  to  be  the  instrument  of  degradation 
in  osteoarthritis  if  released  into  the  outside  matrix.  Injury  of  the 
cells  by  physical  trauma,  or  failure  of  nourishment,  or  abnormal 
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distribution  of  physical  forces  caused  by  a variety  of  biomechanical  or 
kinesiologic  errors  may  lead  to  release  of  the  injurious  enzymes.  It  is 
considered  likely  that  cathepsin  D,  other  acid  hydrolases,  and  neutral 
protease  are  increased  in  their  activity  in  osteoarthritis.  If  these 
could  be  inhibited  by  chemicals,  the  process  of  degradation  might  be 
blocked. 

On  the  other  hand,  there  is  evidence  that  the  type  of  collagen  formed 
during  osteoarthri tic  repair,  as  well  as  the  type  of  proteoglycan  formed, 
may  not  be  conducive  to  making  a matrix  of  good  durability  and  strength. 
Therefore,  it  is  important  in  therapeutics  that  with  those  chemicals 
studied,  it  should  be  possible  to  restore  the  cells’  ability  to  make  the 
proper  matrix  components. 

It  is  recommended  that  research  be  performed  oh  the  fundamental 
enzymology,  physiology,  and  metabolism,  as  well  as  structure  of  articular 
cartilage.  There  should  be  an  increased  focus  on  combined  biochemical  and 
bioengineering  studies  correlating  function  with  chemical  behavior. 
Secondly,  because  of  stimulation  of  inflammatory  pathways  and  immune 
responses  to  breakdown  products  of  proteoglycans  have  been  found  in 
humans,  studies  of  these  pathways  in  both  cartilage  and  synovial  membrane 
of  osteoarthritis  are  warranted. 

Finally,  because  developmental  defects  in  the  shape  of  the  knee  and 
hip  bones  have  been  detected  in  a large  number  of  persons  with 
osteoarthritis  coming  to  total  joint  replacement,  much  further  study  of 
the  factors  which  could  lead  to  these  developmental  defects  is  warranted 
from  a combined  epidemiological,  biochemical,  and  bioengineering 
standpoint. 


TESTIMONY  OF 
DAVIS  S.  HOWELL,  M.D. 

HOWELL:  Dr.  Fngleman,  Mr.  Chairman,  ladies,  and  guests  interested  in 
arthritis:  I'm  Director  of  the  Arthritis  Research  and  Training  Program  at 
the  University  of  Miami  Medical  School,  and  have  been  since  1956. 

I would  like  to  direct  my  brief  remarks  to  a more  detailed  description 
of  what  an  actual  program  has  been  doing  in  south  Florida  over  the  last  20 
years,  and  to  show  how  the  fine  comments  made  by  my  predecessor  speakers 
here  apply  to  our  specific  situation. 

We  have  in  south  Florida  about  two  and  a half  million  people, 
estimated,  who  contain  300,000  arthritics.  We  have  the  only  center  for 
indigent  care* in  arthritis  in  south  Florida.  We  have  developed  three 
clinics  a week  at  the  Jackson  Memorial  Hospital  and  have  four  satellite 
clinics  around  the  city  of  Miami.  We  take  care  of  12,000  patient  visits  a 
year,  which  is  about  4,000  people  per  year,  in  these  clinics.  They  are 
manned  by  four  full-time  rheumatologists,  three  or  four  clinical  fellows, 
three  rotating  clinical  fellows,  and  eight  volunteer  physicians  who 
contribute  up  to  15  hours  a week  throughout  the  year  for  handling  these 
clinics.  We  have  an  Easter  Seal  Rehabilitation  Center  program  to  take 
patients  all  the  way  through  from  the  earliest  to  the  latest  phases  of 
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physical  therapy  and  rehabilitation.  We  send  through  there  about  100 
patients  per  year. 

Now  it  turns  out  that  to  maintain  this  program,  we  have  had  to  rely 
heavily  on  our  arthritis  training  program  support  from  the  NIH,  which  we 
have  had  since  1958.  This  program  is  given  funds  for  the  training  of 
research  physicians;  and,  indeed,  we  have  put  out  five  such  physicians  who 
have  stayed  in  full-time  academic  medicine  since  that  time,  and,  at  the 
same  time,  trained  40  physicians  who  have  participated  heavily  in  research 
during  their  stay  with  us  and  have  gone  out  into  practice  mostly  in  the 
Southern  United  States. 

With  the  termination  of  these  training  grants,  which  could  be  used  for 
support  of  faculty  salaries,  we  now  find  our  entire  operation  threatened, 
and  it  may  be  that  within  the  next  year  and  a half  we  will  have  to  go  out 
of  business  in  what  we  consider  to  be  an  extremely  laudable  operation  in 
south  Florida.  I can  say  that  we  could  easily  take  care  of  two  to  three 
times  as  many  patients  if  we  had  more  faculty,  but  now  we're  actually 
threatened  with  cutting  out  the  care  of  those  that  we  handle.  The  county 
gives  us  no  funds  at  all  for  salaries  of  these  people.  It's  entirely  been 
on  a voluntary  basis.  We  have  a small  United  Fund  grant,  which  is  renewed 
year  to  year,  but  badly  need  additional  funds. 

It  is  obvious,  therefore,  that  in  a center  such  as  ours,  with  a dense 
population  within  a small  area,  that  a university  center  can  operate  as  a 
community  center  in  providing  patient  care,  as  well  as  teaching  for 
training  residents  and  fellows.  I implore  you  to  enact  and  fund  arthritis 
centers,  which  could  allow  for  taking  up  the  slack  in  the  time  of  trial 
which  centers  such  as  ours  are  facing. 

I believe  that  we  could  train  at  least  10  times  more  fellows  in 
arthritis  care  than  are  currently  being  trained.  We  have  two  positions  a 
year,  which  are  funded  through  the  most  desperate  methods,  and  we  have  30 
applicants  f'or  each  position  each  year,  at  least  half  of  whom  are 
excellent  people  in  the  top  of  their  medical  school  classes  and  did  very 
well  during  their  house  staff  training  at  other  centers  around  the 
country.  But  we  are  unable  to  take  them  on  to  train  in  arthritis  for  lack 
of  salaries  to  train  them. 

Finally,  I would  like  to  plead  also,  as  did  Dr.  Caldwell,  that  other 
centers  such  as  his  badly  need  funds  for  the  same  reasons  as  outlined 
here,  and  that  I would  prefer  to  see  smaller  grants  support  many  centers 
than  very  large  grants  go  to  a few  centers,  leaving  derelict  units  such  as 
ours  or  the  one  at  Gainesville.  Thank  you. 

ENGLEMAN:  Thank  you.  Dr.  Howell. 

Any  questions?  Yes,  Dr.  Polley. 

POLLEY:  How  much  do  you  think  would  be  a minimum  financial  support  for 
a center? 

HCWELL:  $150,000  a year. 
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ENGLEMAN:  Just  in  round  numbers,  how  would  you  divide  that  up  now, 

$150,000? 

HOWELL:  I'd  give  partial  support  for  four  rheumatologists  who  now  have 
to  spend  half  of  their  time  on  private  practice  instead  of  either  teaching 
or  research  efforts.  I would  give  it  to  three  physical  therapists  trained 
in  arthritis,  of  which  we  have  only  a half  a person  at  the  present  time. 
We  have  no  social  worker.  We  have  no  O.T.,  occupational  therapist.  I 
would  give  some  monies  for  transportation  to  our  rehabilitation  unit,  a 
driver,  and  perhaps  a car.  I would  also  give  a part-time  salary  to  an 
orthopedic  surgeon  who  would  be  interested  especially  in  arthritis 
surgery,  and  a part-time  salary  for  a rheological  biochemist  to  carry  out 
studies  on  orthoped ical ly  oriented  problems  related  to  surgery  for 
arthritis,  and  we  would  use  the  tissues  in  our  biochemistry  laboratory, 
which  is  well  supported  now  on  NIH  funds.  But  we  sorely  lack  these 
ancillary  features. 

POLLEY : What  do  you  think  is  the  maximum  that  ought  to  be  given  to  one 
institution  for  a center? 

HOWELL:  This  would  depend  on  what  Congress  grants.  I think  some 

centers  where  large-scale  programs  of  immunological  research  are  going  on, 
and  in  which  clinical  correlates  are  wanted,  or,  conversely,  ones  in  which 
computer  programs  are  being  studied,  history- taking , information 
retrieval,  that  might  later  be  a prototype  for  disseminating  information 
widely  to  internists,  would  require  perhaps  more  funding,  up  to  a half 
million  or  $600,000  per  year. 

ENGLEMAN:  I was  interested  in  the  way  you  were  going  to  spend  your 
$150,000.  I only  heard  one  reference  to  any  bench  research.  Most  of  the 
funding  would  go  into  personnel,  allied  health  personnel,  professionals, 
as  well  as  physicians  who  would  be  clinicians.  I have  no  quarrel  with 
this,  but  I'm  just  interested. 

HOWELL:  We  badly  need  expansion  of  our  basic  science  research  funds, 

which  I think  would  come  through  the  Act,  too.  This  would  take  the  form 
of  studies  in  relation  to  enzymes  which  we  have  purified  in  our  center 
from  cartilage,  proteases  that  break  down  the  rubber  tire-type  material 
which  cartilage  comprises.  Indeed,  we're  all  walking  on  water,  in  a way, 
90  percent  of  the  tissue  being  bound  water  in  cartilage.  The  elasticity 
provided  by  chemicals  degraded  by  enzymes  now  is  shown  to  be  mitted  during 
the  early  stages,  particularly  with  osteoarthritis,  and  we  have 
inhibitors,  found  in  the  tissue,  which  are  lost  in  the  early  stages.  We 
are  looking,  along  with  Merck  Sharp  and  Dohme,  at  chemicals  that  might 
reverse  this  process.  I'd  like  to  see,  just  as  an  example,  this  type  of 
research  amplified,  and  many  other  forms,  which  I could  go  into. 

POLLEY:  I'm  sure  Dr.  Howell  would  agree  that  some  of  us  walk  less  well 
on  water  than  others. 

ENGLEMAN:  Yes,  Dr.  Sharp. 

SHARP:  I'd  like  to  pose  a couple  of  questions  to  Dr.  Howell  and  Dr. 

Caldwell.  To  extend  the  remarks  about  the  existing  centers,  those  that 
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have  some  action  going,  what  would  be  the  minimum  credentials  or 
requirements  for  them  to  receive  support  so  they  could  amplify  their 
efforts?  Secondly,  how  do  you  gentlemen  see  attacking  the  problem  of 
those  centers  that  have  no  rheumatic  disease  programs? 

CALDWELL:  To  answer  the  first  question,  I think  the  minimum 
requirement  should  be  that  the  medical  center  has  over  the  past  few  years, 
first  of  all,  an  ongoing,  full-time  rheumatology  educational  program. 
Secondly,  I would  hope  that  each  center  will  have  shown  seme  expertise  in 
basic,  fundamental  research  into  arthritic  diseases.  I think  these  should 
be  the  minimal  criteria.  There  is  one  difficulty  with  these  criteria,  and 
that  is,  clinical  rheumatology  programs  can  so  completely  overwhelm  an 
individual  that  the  research  effort  may  never  get  off  the  ground.  But 
these  would  be  the  minimal  criteria  I would  like  to  see  established. 

To  answer  your  second  question,  how  are  you  going  to  stimulate  the 
development  of  centers  in  other  medical  schools  - perhaps  part  of  the  Act, 
the  funding,  the  appropriation,  should  be  pigeonholed  for  that,  for  center 
developmental  grants,  to  establish  a basic  nucleus  of  rheumatologists 
within  a center  to  set  up  a teaching  program  and  a research  program. 

I'd  like  to  stress  that  the  basic  nucleus  of  individuals  is  very 
important.  You  need  a critical  mass  if  you  are  going  to  effectively  take 
care  of  patients  with  rheumatoid  arthritis  at  a medical  center,  and  the 
critical  mass  is,  probably  in  most  centers,  a minimum  of  four  full-time 
faculty  members.  Without  this,  it's  very  difficult  to  do  sophisticated 
biochemical  and  immunologic  research.  It's  very  difficult  to  take  care  of 
patients,  and  very  difficult  to  teach  in  an  academic  center  without  that 
critical  mass.  I know  of  extremely  few  centers  that  have  that  critical 
mass  today.  There  may  be  only  a handful  that  have  as  many  as  four 
rheumatologists  today. 

HOWELL:  I would  feel  it  would  be  more  important  to  start  a center  even 
if  it  had  only  two  or  three  rheumatologists  than  to,  say,  give  one  that 
already  has  10,  12  or  13,  if  the  choice  came  down  to  this,  in  terms  of  the 
allotment  of  funds.  If  sufficient  funds  are  allotted,  then  it  would  be 
excellent  to  add  the  extra  two  or  three  to  the  larger  centers.  Indeed,  in 
places  where  sophisticated  immunological  studies  are  going  on,  you  may 
free  up  a brilliant  researcher  who  is  tied  down  in  clinics  by  giving  them 
one  or  two  more  people  to  get  into  some  very  productive  lines.  But  yet 
the  need  of  the  people  in  a given  community  would  be  greatly  fostered  by 
starting  centers  in  the  third  of  schools  that  don't  have  any. 

SHARP:  Gf  course,  one  of  the  problems  is  that  probably  the  pool  of 
individuals  who  could  initiate  new  programs  is  not  large  enough  at  the 
present  time  to  deal  with  the  quarter  or  third  of  the  country  that  does 
not  have  programs.  So  I suppose,  initially,  you  would  both  agree  some 
attention  has  to  be  given  to  generate  more  of  those  potential  faculty? 

HOWELL:  I think  a great  deal  could  be  added  if  some  sort  of  career 
awards  were  given  for  directors  of  arthritis  units,  in  which  the  salary 
might  only  be  partial,  but  at  least  would  be  stable  for  a lifetime,  or 
decades.  At  the  present  time,  the  brightest  young  doctors  prefer  to  go 
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into  practice  because  they  don't  see  any  stability  in  the  future  of  the 
academic  environment,  on  the  whole. 

ENGLEMAN:  Mrs.  Anthrop,  did  you  have  a question? 

ANTHROP:  Yes,  Dr.  Howell.  Perhaps  I missed  you  mentioning  it,  but  in 
your  allied  personnel,  did  you  mention  a very  important  person,  the  nurse? 

HOWELL:  The  county  provides  us  with  a team  of  nurses. 

ANTHROP:  So  that's  why  you  did  not  budget  it  in  your  center? 

HOWELL:  That's  right.  I only  mentioned  things  specifically  missing  in 
our  program. 

ANTHROP:  Oh.  I thought  this  list  that  you  gave,  like  four 

rheumatologists,  et  cetera,  were  things. 

HOWELL:  No,  this  is  for  our  center.  This  is  what  we  need  in  south 
Florida,  speaking  as  a regional  representative. 

ENGLEMAN:  I think  we  should  proceed  now  to  hear  from  Dr.  Blechman. 


TESTIMONY  OF 
W.  J.  BLECHMAN,  M.D. 

PAST  PRESIDENT,  FLORIDA  SOCIETY  OF  RHEUMATOLOGY 

BLECHMAN:  Dr.  Engleman,  Mr.  Chairman,  distinguished  panel:  The  sound 
of  the  health  quack  is  loud  in  the  land.  Unfortunately,  it  is  not  a 
clear-cut  "quack,  quack"  sound  that  would  immediately  expose  the  self- 
designated  health  authority  as  a fake.  The  oldtime  medicine  show  pitchman 
has  given  way  to  a much  more  suave  and  impressive  operator.  Many 
sophisticated  people  are  victimized.  Being  deceived  by  a health  quack  is 
not  shameful,  but  it  is  unnecessary.  It  can  be  dangerous.  And  it  is 
always  expensive.  The  job  of  attempting  to  combat  the  menace  of  quackery 
has  fallen  to  a group  of  private  and  governmental  agencies  and  has  been 
handled  with  some  success,  if  one  considers  the  size  of  the  foe.  In 
arthritis  quackery  alone,  patients  with  arthritis,  or  who  think  they  have 
arthritis,  waste  an  estimated  $400  million  yearly,  10  to  20  times  or  more 
the  amount  spent  on  arthritis  research. 

The  Arthritis  Foundation  and  its  affiliate  societies,  of  which  the 
Florida  Society  of  Rheumatology  is  one,  have  been  among  the  leaders  in 
public  education  against  the  quack. 

Why  would  anyone  pay  their  good  money  to  spend  hours  sitting  in  a 
dark,  dank  mine  in  an  attempt  to  cure  arthritis?  For  what  reason  will 
people  travel  from  Florida  to  Mexico  to  receive  heaven  only  knows  what 
type  of  medication  when  they  will  often  not  even  begin  to  accept 
medications  being  used  in  this  country?  What  brings  people  to  literally 
stuff  themselves  with  huge  doses  of  vitamins  and  so-called  "health  foods," 
wasting  money,  and  at  times  allowing  a potentially  treatable  disease  to 
progress  into  a crippling  state? 
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Would  any  of  those  on  the  Commission  spend  $100  for  a bag  of  sand 
labeled  "moon  dust,"  or  $30  to  $40  for  an  oxydonor,  a ridiculous  gadget 
that  can  do  no  good  at  all? 

Don't  say  you  wouldn't,  ladies  and  gentlemen.  For  if  you  are 
afflicted  with  arthritis  to  the  point  of  having  significant  pain  every  day 
or  most  days,  and,  just  as  importantly,  you  are  afraid,  afraid  of  being 

crippled,  then  you  are  just  likely  to  fall  for  the  message  of  the  quack. 

It  makes  no  difference  how  intelligent  you  may  be,  nor  does  it  matter  that 

the  subtle  wording  of  the  quack's  message  may  really  not  promise  a thing. 

You  hurt;  you  are  afraid;  you  may  do  anything. 

This  Commission  is  in  the  position  of  leading  events  so  that  programs 
can  be  developed  to  help  protect  people  whose  psychological  and  physical 
defenses  have  been  exhausted; 

( 1)  By  developing  education  programs,  as  is  being  done  so  well 
through  the  aegis  of  the  National  High  Blood  Pressure  Center  even 
now  as  they  work  to  spur  community  resources  for  their  own 

battles.  Programs  which  will  tetter  educate  the  doctor  that 
arthritis  is  a more  treatable  disease  than  they  may  have  learned 
in  medical  school;  programs  that  will  help  the  arthritis  sufferer 
to  recognize  and  be  able  to  stand  firm  against  the  quack. 

( 2)  Supporting  strongly  the  concept  of  federal  grants,  in  large 

enough  amounts  to  be  of  value,  for  both  basic  and  clinical 

research,  so  we  may  find  the  answers  we  need.  Obviously,  this  is 
the  best  way  to  put  the  quack  out  of  business.  Money  is  needed 
to  develop  and  strengthen  arthritis  departments  in  all  medical 
schools  so  that  the  terrible  state  of  affairs  described  by 
Doctors  Caldwell  and  Howell  may  end. 

(3)  Make  it  more  difficult  for  the  health  huckster  to  exist.  Our 
drug  companies  now  have  to  show  effectiveness  of  drugs  or  they 
are  taken  off  of  the  market.  Can  we  not  aim  for  a similar 
restriction  on  those  whose  main  concern  is  the  patient's 

pocketbook? 

Ladies  and  gentlemen,  most  physicians  have  very  little  exposure  to 
quackery,  as  patients  do  these  things  on  their  own,  usually  without 
bothering  to  tell  the  doctor.  Indeed,  what  interest  and  exposure  that  I 
have  had  in  quackery  came  from  a man  who  was  a living  testimonial  to  what 
quackery  cannot  do,  a man  known  to  many  of  you  prior  to  his  death,  Mr. 
Jerry  Walsh. 

ENGLEMAN;  Thank  you.  Dr.  Blechman. 

Any  questions?  Fine.  I think,  then,  we'll  proceed  to  the  next  group 
of  witnesses.  We'll  ask  Clifford  Turnesa,  Stanley  Gale,  Ms.  Barbara  King, 
and  Mr.  Pat  Imperato  to  step  forward,  please.  Clifford  Turnesa?  I hope  I 
pronounced  that  correctly. 

TUPNESA;  That  is  correct. 
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ENGLEMAN:  Thank  you. 


TESTIMONY  OF 
CLIFFORD  C.  TURNESA 

PRESIDENT,  NORTHEAST  ST.  PETERSBURG  CHAPTER  1693 
AMERICAN  ASSOCIATION  OF  RETIRED  PERSONS 

TURNESA:  I am  Clifford  Tumesa,  President  of  Northeast  St.  Petersburg 
AARP  Chapter  Number  1693,  representing  the  National  Retired  Teachers 
Association  and  the  American  Association  of  Retired  Persons,  affiliated, 
non-profit  organizations  having  a combined  membership  of  nearly  9 million 
older  Americans.  Our  associations  appreciate  this  opportunity  to  express 
our  strong  support  for  continued  efforts  to  surmount  the  many  problems 
caused  by  arthritis. 

The  impact  of  chronic  impairment  on  older  Americans  is  highly 
significant.  Given  the  fact  that  the  oldest  segment  of  our  population  is 
expanding  at  the  fastest  rate,  it  becomes  increasingly  necessary  to 
consider  the  effects  which  chronic  disease  has  upon  this  age  group.  Since 
arthritis  is  the  nation's  number  one  crippler,  it  is  fitting  that  we 
gather  here  today  to  discuss  this. 

It  has  been  estimated  that  over  80  percent  of  persons  65  and  older 
have  some  degree  of  arthritis.  The  overwhelming  prevalence  of  this  malady 
has  long  mandated  a need  for  research  activities  which  will  lead  to  better 
methods  of  prevention  and  treatment,  particularly  in  the  area  of 
rehabilitation  for  those  permanently  afflicted. 

One  aspect  of  the  various  dimensions  of  arthritis  has  engaged  the 
creative  energies  of  our  own  associations.  NRTA-AARP  have  been  conducting 
a national  program  of  arthritis  education.  Through  this  program,  we  have 
endeavored  to  convey  accurate  information  to  older  persons  about  the 
origins  of  the  disease  and  acceptable  treatment  methods.  The  timeliness 
and  importance  of  this  new  program  is  underscored  by  the  fact  that  in  1975 
alone,  presentations  will  have  been  conducted  in  more  than  400 
communities.  These  educational  sessions  are  open  to  all  older  persons, 
not  just  our  own  members. 

This  educational  program  was  developed  in  conjunction  with  the 
Arthritis  Foundation.  The  Foundation  is  instrumental  in  providing  us  with 
high  quality  resource  persons  for  each  session.  The  ensuing  dialogue 
which  occurs  between  these  resource  persons  and  the  elderly  provides  a 
dramatic  illustration  of  the  inordinate  amount  of  misperception  and 
misinformation  shared  by  older  persons. 

Many  individuals  untouched  by  our  program,  however,  still  maintain 
erroneous  beliefs  about  the  value  of  a wide  range  of  so-called  "cure-alls1' 
for  arthritis.  Some  of  these  persons  use  substances  of  a potentially 
injurious  nature  in  their  quest  to  rid  themselves  of  pain.  Even  more 
serious  is  the  additional  risk  they  take  of  exacerbating  their  condition 
by  unnecessary  delay  in  seeking  proper  medical  attention.  Related  to  this 
is  the  low  level  of  accurate  information  possessed  by  the  general  public 
at  large.  Arthritis  is  not  an  inevitable  consequence  of  old  age.  Until 
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this  attitude  is  dealt  with  on  a wide-scale  basis,  it  is  likely  that  many 
new  cases  will  continue  to  go  untreated  by  competent  medical 
practitioners . 

While  educational  programs  designed  to  remedy  problems  of 
misinformation  are  vitally  important,  it  is  still  a primary  concern  of  our 
associations  that  adeguate  steps  be  taken  to  further  scientific  research 
into  the  possible  prevention  and  cure  of  arthritis.  Until  such 
developments  occur,  it  is  conceivable  ’ '“>t  older  persons  will  further 
endanger  their  health  by  resorting  to  self-administered  forms  of  diagnosis 
and  treatment.  Older  Americans  are  highly  vulnerable  to  this  possibility 
because  they  are  often  adversely  affected  by  the  high  costs  of 
conventional  medical  care.  Not  being  able  to  afford  proper  medical 
treatment,  some  of  them  turn  to  their  own  dangerous  practices.  For  this 
reason,  it  is  essential  that  programs  of  research  and  treatment  be 
continued  as  part  of  an  overall  approach  to  deal  effectively  with  this 
disease . 

A major  problem  has  been  the  allocation  and  utilization  of  scarce 
medical  resources.  Previous  levels  of  insufficient  funding  have  resulted 
in  a lack  of  medical  personnel  skilled  in  the  area  of  rheumatology.  We 
simply  do  not  have  enough  skilled  physicians  who  are  qualified  to  provide 
care  for  the  millions  of  persons  afflicted  with  arthritis.  This  problem 
demands  resolution. 

Furthermore,  our  country  is  still  only  in  the  beginning  stages  of 
providing  multilevel  treatment  facilities  for  its  citizens.  Too  many 
persons  are  faced  with  the  alternatives  of  costly  inpatient  care,  care  in 
a nursing  home,  or  no  care  at  all.  New  treatment  options  must  be 
developed.  We  need  a system  whereby  those  patients  who  might  benefit  from 
care  delivered  in  their  own  homes  will  be  able  to  obtain  it.  Others  may 
need  to  attend  specialized  treatment  facilities  located  in  a day  hospital 
setting.  This  pattern  will  require  a sophisticated  transportation  network 
which  is  not  consistently  present  throughout  our  nation  at  this  time. 

Greater  recognition  must  also  be  made  of  the  pain  and  suffering  which 
results  from  osteoarthritis.  While  rheumatoid  arthritis  prominently 
figures  in  most  discussions  of  how  funds  should  be  spent,  it  should  be 
remembered  that  osteoarthritis  is  of  a less  serious,  but  a more  common 
nature.  A means  of  providing  relief  to  sufferers  of  osteoarthritis  will 
greatly  enhance  the  later  years  of  life. 

Our  nation  has  a long  overdue  national  commitment  to  arthritis 
victims.  It  has  cost  our  citizens  countless  hours  of  pain  and 
incapacitation.  Retirement  years,  which  should  be  rewarding  and 
fulfilling,  are  often  marred  by  the  negative  effects  of  illness.  The 
National  Retired  Teachers  Association  and  the  American  Association  of 
Retired  Persons  urge  that  additional  steps  along  the  lines  mentioned  here 
today  be  taken  to  offset  this  crippling  disease.  Thank  you  for  your  kind 
attention. 

ENGLEMAN:  Thank  you  very  much,  Mr.  Turnesa.  Mr.  Turnesa,  through  your 
Association  of  Retired  Persons  and  the  teachers*  organization,  which,  I 
gather,  constitute  some  9 million  citizens,  is  there  some  mechanism  by 
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which  these  people  can  be  mobilized  to  support  the  fulfillment  of  the 
Arthritis  Act?  That  is  to  say  at  the  appropriate  time,  would  it  be 
possible  to  mobilize  them  to  let  their  Congressmen  know  this  is  something 
they  need? 

TURNESA:  Yes.  Meeting  by  meeting,  and,  of  course,  through  the 

regional  office  here  in  the  city,  and  also  through  the  state,  the  members 
are  constantly  asked  to  write  letters  to  their  legislators  because  it  is 
important  to  both  associations  that  the  legislators  on  the  national, 
state,  and  also  the  local  level  be  aware  of  any  of  the  problems  concerning 
the  people  55  years  or  more  - not  only  them,  but  other  people  as  well. 

ENGLEMAN:  Dr.  Polley. 

PCLLEY : Is  the  public  education  program  that  you  referred  to  a 
national  program,  or  are  you  speaking  of  this  region? 

TURNESA:  This  is  a national  program. 

PCLLEY:  How  long  has  it  been  in  operation? 

TURNESA:  I would  not  be  able  to  answer  that  because  I have  just  become 
attached  with  the  AARP,  which  interests  me  very  much,  in  the  last  two 
years.  Now  on  a local  level,  or  even  a state  level,  I'm  probably  more 
aware  of  what  has  taken  place  there.  But  I would  reasonably  assume  that 
this  program,  as  far  as  health  is  concerned,  has  been  available  for  some 
time,  working  in  conjunction  with  the  Arthritis  Foundation.  As  I pointed 
out,  it  works  very  closely  with  these  various  foundations,  like  the 
Arthritis.  We  work  very  closely  with  them. 

ENGLEMAN:  Yes,  Ms.  Melich. 

MELICH:  It  might  interest  you  to  know  that  your  national  president  is 
from  Utah,  and  we  have  a very  fine  program  in  Utah  that  is  going  on  in 
some  of  our  smaller  counties.  But,  I also  think  it's  very  important  to 
stress  again,  you  have,  as  I understand,  from  9 to  1 1 million  members,  and 
if  you  all  get  behind  us,  that's  certainly  a great  number  and  could  help 
us  a lot. 

TURNESA:  That  is  certainly  one  of  the  efforts  that's  being  made  by 
persons  whom  I have  been  in  contact  with.  They  do  want  to  make  them  aware 
of  their  potentiality  on  many  of  these  problems  that  come  to  their 
attention. 

ENGLEMAN:  Thank  you  very  much,  Mr.  Turnesa. 

Can  we  proceed  now  to  call  on  Mr.  Gale,  Stanley  Gale? 
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SUEMITTED  STATEMENT  OF 
STANLEY  B.  GALE 

ASSOCIATE  MEMBER,  NATIONAL  COUNCIL  OF  SENIOR  CITIZENS 

I am  79  years  old,  an  associate  member  of  the  NCSC,  and  also  an 
associate  of  the  FCSC.  I hope  this  Commission  is  not  to  raise  money  for 
more  administrative  expenses. 

As  per  letter  I have  received,  I would  like  to  appear  before  the 
Commission  to  present  testimony.  I hope  that  this  will  not  find  its  way 
in  the  "shredding  machine,"  like  so  many  people's  ideas  and  letters  have 
gone.  Proof:  Watergate  evidence,  also  the  Presidential  Conference  on 
Aging,  and  Governor's  Conferences,  which  I was  privileged  to  attend. 

I understand  this  is  a letter  to  get  people  to  attend  and  sit  quiet. 
No  matter  how  you  spell  it,  it  is  like  a lottery:  a lot  of  odds  against 
having  the  podium.  In  my  opinion,  the  same  thing  will  happen  to  this 
Commission  like  all  other  "conferences":  too  many  chiefs,  and  very  few 
braves. 

The  people  who  are  "affected"  by  any  conference  should  have  the 
greatest  hearing  and  attention.  This  is  because  what  they  say  is 
important  to  them  regardless  of  how  important  it  is  to  anyone  else.  I 
have  digressed  a little,  but  now  to  continue  with  my  testimony. 

Four  years  ago,  I suffered  with  very  painful  backaches,  which  kept  me 
confined  to  my  bed  in  the  hospital.  They  took  X-rays,  and  my  doctor 
diagnosed  it  as  arthritis.  I was  sent  home,  and  unable  to  go  to  the 
bathroom  without  a lot  of  help.  My  doctor  wasn't  interested  any  more,  and 
because  of  his  cursory  examination  and  abrupt  way,  which  so  many  doctors 
approach  a patient,  I changed  to  another  doctor.  Hippocrates  oath,  in 
most  cases,  has  become  the  dollar  oath. 

I am  digressing  a little,  but  believe  I should  and  have  the  right  to 
express  my  opinion.  While  I was  incapacitated,  my  mind  went  to  my 
premedical  training  of  my  youth,  and  I rriade  certain  decisions.  I ordered 
a wheelchair,  and  with  the  help  of  my  wife  managed  to  stand  up  and  push 
the  chair  for  a short  distance.  This  encouraged  me  sc  much  that  I decided 
to  endure  the  pain  and  go  on  a constant  daily  routine  of  therapy. 

I will  cut  out  now  the  various  degrees  of  improvement.  I felt  so 
overjoyed  at  the  success  of  my  own  doctoring.  After  four  years  of  intense 
therapy,  combined  with  minimum  doses  of  the  drug  Motrin,  I am  now  able  to 
walk  without  assistance  a distance  of  400  feet  or  so  without  resting.  I 
repeat  this  three  or  four  times  each  day.  My  doctor  is  amazed  at  the 
results.  While  some  doctors  may  lower  a lot  of  black  crepe  about  a 
recurrence,  it  would  be  better  if  they  would  help  all  their  patients' 
morale  instead  of  hoping  they  would  be  a regular  paying  customer.  If  I am 
allowed  on  the  stage,  I would  demonstrate  my  ability  to  walk  in  front  of 
the  audience. 

Those  people  who  are  dissatisfied  with  the  drug  Motrin,  I would  like 
to  make  the  following  comments  to.  I have  proved  beyond  all  shadow  of  a 
doubt  that  too  much  of  this  drug  makes  it  impotent.  Intermittent  dosages 
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I have  found  to  be  absolutely  ideal,  and  this,  combined  with  the  right 
therapy  and  psychological  determination,  is  the  right  combination  to  the 
key  of  a better  life  in  regard  to  arthritis. 

Hope  that  this  testimony  will  help  in  some  small  way  for  some  kind  of 
resolution  to  a cure  of  this  dreadful  disease. 


TESTIMONY  OF 
STANLEY  B.  GALE 

GALE:  By  the  way,  I am  79  years  old,  in  case  you're  interested,  and 
I've  been  stricken  with  arthritis  for  the  last  four  years.  Now  a lot  of 
this  that  I've  got  that  I'm  going  to  ‘give  to  you  today  in  figures  is  got 
from  the  National  Council  of  Senior  Citizens,  of  which  I am  an  associate 
member.  They  are  deeply  devoted  to  every  aged  citizen,  to  every 
affliction,  not  only  cancer,  not  only  arthritis,  or  not  only  diabetes. 
They  are  constantly  going  before  the  House  Ways  and  Means  Committee,  Rules 
Committee,  steering  committees,  and  what  have  you.  They  are  increasing  in 
number,  which  is  a good  time  today  because  these  politicians  know  that 
next  year  is  coming;  that  means  a general  election.  And  those  people  that 
don't  give  a damn  about  the  aged,  pardon  the  expression,  those  aged  are 
the  people  that  are  suffering. 

One  item  I'll  quote  you.  If  I asked  you  what  major  disease  affects 
nearly  50  million  Americans,  including  97  percent  of  all  people  over  the 
age  of  60  - of  over  the  age  of  60,  97  percent;  what  major  disease  costs 
Americans  $3.5  billion  in  lost  wages  and  resulted  in  14  million  lost 
workdays  last  year  alone;  if  you  answered  me  and  said,  "heart  attacks, 
stroke,  cancer,  hypertension,"  you're  absolutely  wrong.  The  answer  is 
definitely  arthritis.  Now  these  are  definite  figures,  come  from  the 
Library  of  Congress  through  our  organization,  which  keeps  on  definitely 
getting  these  figures. 

By  the  way,  I would  like  to  go  from  there  to  the  point  that  we  are 
talking  about  the  Arthritis  Foundation.  Thank  God,  they're  doing  their 
very  best,  and  exist  throughout  the  country  with  a goal  of  a total  answer 
to  the  arthritic  question,  both  prevention  and,  most  important,  cure.  In 
spite  of  this,  only  20  percent  of  the  sufferers,  mark  you,  will  receive 
any  medical  care  at  all  at  this  time. 

I think  it's  a gross  damnation  of  all  the  doctors,  or  the  general  run 
of  doctors  in  the  United  States,  to  think  that  there  are  20  percent  of 
these  people  suffering  from  the  oldest  affliction  day  after  day,  year 
after  year,  until  they  die  in  misery,  and  we  are  not  doing  one  damn  thing 
about  it.  The  only  thinq  we  are  doing:  "I  am,  we  are  the  number  one 
nation.  Nobody's  going  to  touch  us."  Wouldn't  it  be  better  if  we  turned 
our  philosophy  around  in  this  country,  and  said,  "Let's  be  the  number  one 
nation  to  stop  destroying  people  and  killing  people,  and  let's  turn  around 
and  find  the  ways  and  put  those  billions  of  dollars  to  those  very  people 
that  are  here  today,  probably  some  of  them,  that  can  cure  arthritis,  cure 
cancer,  and  cure  all  these  bad  diseases  in  the  world  today"? 
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What  is  wrong  with  this  country?  Are  we  more  interested  in  destroying 
life?  We've  got  enough  today  to  keep  this  country  from  being  invaded. 
What  more  do  you  want?  You  can  only  kill  a person  once  no  matter  how  much 
you  throw  at  him.  Pardon  me  getting  a little  bit  excited  on  this,  but  I 
am  definitely  interested.  I went  to  the  Presidential  Conference  on  Aging, 
and  we  had  this  same  damn  commission  as  we're  doing  today.  And  I went 
there  and  before  the  House  Ways  and  Means  Committee  as  well,  on  top  of 
that.  And  what  happened  to  all  of  it?  It's  in  the  shredding  machine. 
Let's  not  this  Commission  find  its  way  into  the  shredding  machine. 

Now  I want  to  tell  you  something  which  might  interest  you  very 
greatly.  I suffered,  four  years  ago,  with  very  painful  backaches  which 
confined  me  to  the  bed  in  the  hospital.  I was  put  in  the  hospital.  So 
they  took  X-rays  and  took  all  the  things  that  they  could  do,  and  they  told 
me  that  it  was  diagnosed  as  arthritis.  "We're  awfully  sorry,  brother. 
Get  out  of  here.  We  can't  do  a damn  thing  for  you  anymore."  So  I got  put 
out  of  the  hospital.  Where  am  I going  to  go?  I can't  afford  to  go 
anywhere.  Who's  going  to  give  me  this  extensive  care  of  arthritis? 
Nobody.  I can't  afford  it.  I'm  on  Social  Security. 

Therefore,  I remember  when  I was  in  my  youth  I was  going  to  be  a 
doctor,  and  I took  premedical  training,  and  "leave  me  refer  to  my  notes." 
While  I was  incapacitated  I couldn't  even  move  to  the  kitchen  to  sit  down 
to  have  a bite  of  food  unless  I was  half  carried  there  by  my  wife  - her 
arm  was  strained,  her  back,  by  doing  so  - or  by  the  neighbor  that  we 
called  in  to  move  me  from  one  place  to  the  other,  into  the  bathroom,  or 
otherwise,  and  I suffered  from  this.  But  because  I'd  done  a lot  of 
training,  and  come  from  Oxford  College,  and  graduated  plus  another  form, 
you  understand  that  my  mind  was  perfectly  logical  - I decided  that  if  the 
doctors  won't  do  it,  what  the  hell,  I better  do  it  myself,  and  I did. 

I thought,  "What  is  the  first  thing  to  do?"  I called  the  Arthritis 
Foundation.  They  told  me  the  best  thing  to  do  would  be  to  get  a 
wheelchair,  and  they  did  help  me  with  a couple  of  dollars,  for  which  I 
thanked  them  greatly  because  I know  they're  limited.  I had  the 
wheelchair,  and  I said  to  the  wife,  "Well  now,"  I said,  "we're  going  to 
try  something  that  I believe,  I'm  convinced  about,  that  can  help  me  cure 
myself.  Never  mind  the  doctors  and  paying  them  every  damn  $20  every  time 
you  walk  in  over  their  carpet." 

I got  that  wife,  and  I said,  "All  right.  Now,"  I said,  "you  lift  me 
up"  - and  we  got  the  neighbor  - "in  a standing  position  behind  the 
wheelchair,"  this  very  same  wheelchair.  They  got  me  up  behind  there,  and 
I said,  "Now  just  leave  me  alone  for  about  a minute.  Just  watch  that  I 
don't  fall."  I was  amazed,  and  I pushed  this  wheelchair  until  I almost 
fell  down,  but  I wheeled  it  about,  probably  6 or  10  feet.  I thought  to 
myself,  "There's  the  key  to  the  answer." 

Well,  after  four  years  of  intensive  therapy  with  this  wheelchair  - I 
kept  going  further  and  further  every  day,  further  every  day  - there  came 
out,  or  somebody  told  me  about  a drug  called  Motrin.  I daresay  most  of 
you  are  aware  of  it.  I told  myself,  "Well,  why  not  take  Motrin  with  my 
exercising?"  and  I did  so.  And  today,  after  four  years  - let  me  say  this. 
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and  you're  going  to  be  surprised  - I can  walk  400  feet  without  resting; 
and  if  you  don't  believe  me,  I'm  going  to  demonstrate. 

The  only  thing  is  that  after  a certain  amount  of  time  I've  got  to  sit 
down.  I can't  walk,  say,  for  a mile,  but  I can  walk  a pretty  good  number 
of  feet.  After  all  this  and  all  this  information,  I can  always  do  this 
and  do  the  other.  I can  get  up  by  myself  and  walk  to  the  bathroom.  I 
don't  have  my  wife  to  struggle  and  strain  her  back  anymore.  I don't  have 
to  bother  with  going  to  a doctor  anymore. 

Now,  I know  that  there  are,  because  I've  heard  it  from  a doctor,  they 
call  it  rescission:  "Well,  that  may  be  all  right,  but  after  a while  you'll 
be  back,  and  the  same  old  thing."  That's  an  old  doctor's  doggone  - what 
they've  been  using  for  donkeys'  years:  "Well,  you  can't  expect  it  to  be 
cured."  Let's  get  rid  of  these  damn  doctors  that  say  that.  Let's  get 
doctors  that'll  give  us  hope,  that'll  encourage  us,  that'll  attend  these 
conventions. 

How  many  people  attend  these  cancer  conventions,  the  arthritic 
convention,  diabetes  convention?  You  can't  get  20  percent  of  doctors  to 
attend  them.  Am  I right?  Can  anybody  say  that  I 'm  wrong?  These  doctors 
will  not  as  long  as  they've  got  their  office  filled  up  with  patients,  20 
bucks  every  throw,  and  say,  "Goodbye,"  tap  on  the  head,  "Come  back  in  a 
week."  We  have  got  to  have  doctors  that  are  willing  to  look  at  those 
brochures  issued  by  these  institutes. 

I was  up  at  one  - am  I taking  too  much  time?  I know  I'm  taking  a lot 
of  time,  but  I would  like  to  get  in  - is  there  any  objection?  (Chorus  of 
noes  from  audience.) 

VOICE:  Keep  it  up. 

ENGLEMAN:  My  only  concern  is  that  we  have  time  available  for  many 
other  witnesses  who  are  here. 

GALE:  Well,  I wanted  to  remark  about  these  doctors  that  give  you  the 
same  old  story,  "Oh,  you  think  you've  cured  yourself,  but  you  haven't;  oh, 
no.  You'll  be  back  again,  and  the  same  old  thing."  There  must  be  a lot  of 
you  doctors  here.  In  this  regard,  I would  like  to  quote  from  a medical 
paper  conducted  by  the  Research  Institute  of  Santa  Barbara.  Dr.  Stuart 
Gomey  said  that  the  major  cause  of  death  can  be  reversed  by  diet  as  well 
as  anything  else.  Why  aren't  we  told  this?  I'm  quoting:  "This,  combined 
with  controlled  exercise  routines,  produces  changes  within  a few  weeks, 
which  increased  the  blood  flow  and  raised  the  oxygen  content  of  the  blood. 
Researchers  on  the  project  said  that  elderly  persons  who  could  only  walk  a 
few  hundred  feet  were  walking  at  least,  today,  because  of  that,  by  a diet 
and  exercise,  six  miles  a day,"  and  that's  coming  from  ycur  own  doctor  and 
from  this  institute,  not  some  doctor's  ideas,  or  not  from  my  ideas.  "This 
rapid  return  to  normal  health  occurred  in  patients  with  many  symptoms  of 
disease."  You  may  think  it  didn't  include  arthritis.  It  says,  "including 
arthritis . " 

I haven't  got  much  more.  To  these  people  of  you  who  may  be 
dissatisfied  with  the  drug  Motrin  - I'm  not  selling  it,  by  the  way,  so 
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don't  think  I am  - I would  like  to  make  the  following  comments.  I have 
proved  beyond  all  shadow  of  doubt  that  too  much  of  this  drug  makes  it 
impotent,  too  much  of  it.  Intermittent  dosages  I have  found  to  be 
absolutely  ideal.  This,  combined  with  the  right  therapy  and  psychological 
determination,  is  the  right  combination  to  the  key  of  a better  life  in 
regard  to  arthritis  and  other  diseases.  I have  proved  it. 

But  I would  like  to  leave  you  with  this  one  thought.  Instead  of  us 
going  about  pulling  our  hairs  out  to  get  a little  cup  and  hand  it  to  the 
politicians,  tell  them  to  cut  down  the  appropriation  for  the  Defense 
Department,  tell  them  to  cut  down  all  those  bombs  for  destruction  of  life. 
We  can  be  number  three,  or  otherwise,  but  let  us  be  the  number  one  country 
that  can  say  that  we  are  preserving  life  and  trying  to  stop  death,  and 
giving  the  people  a happy  life  to  live.  I thank  you  very,  very  much. 

ENGLEMAN:  Thank  you,  Mr.  Gale. 

May  we  proceed  to  hear  from  Mrs.  Barbara  King? 


TESTIMONY  OF 
EAR BARA  KING,  PATIENT 

KING:  I am  Mrs.  Barbara  King,  and  I guess  I'm  one  of  the  unfortunate 
ones.  I took  arthritis  when  I was  eight  years  old.  I might  as  well  tell 
you  that  I've  had  it  35  years.  I have  seen  a lot  of  suffering.  Back  when 
I took  it  they  first  called  it  rheumatic  fever;  they  didn't  know  that  I 
had  arthritis  at  that  time.  Then,  a little  later  on  in  my  life,  they  told 
me  that  all  along  I had  rheumatoid  arthritis. 

I have  had  a lot  of  good  things  to  happen.  I have  been  in  hospital. 
I have  had  several  operations  that  have  helped  me  a lot.  Really,  I have 
nothing  parti-cular  to  say,  except  all  through  my  life  it  has  been  a 
struggle,  and  I think  that  we  do  need  more  research.  Back  even  then,  when 
I was  smaller,  if  they'd  had  it  then,  it  would  have  been  a lot  different. 
We  do  need  more  doctors  tc  know  more  about  the  younger  ones  when  they  do 
take  it  at  that  age. 

Really,  I don't  have  too  much  else  to  say.  I didn't  have  nothing 
written,  so  I'm  not  going  to  speak  any  longer  than  I have  to.  But  I was 
in  the  hospital  at  Indiana.  I was  in  Indiana  University  Medical  Center  in 
Indiana,  and  Raleigh  Hospital  for  Children.  At  that  time,  when  I was 
about  12-14  years  old,  the  doctor  told  me  that  I would  never  make  it, 
there  was  no  way;  that  I was  that  bad.  But  I proved  that  I can,  and  I 
think  everybody  can  if  they  want  to.  Thank  you. 

ENGLEMAN:  Thank  you  very  much,  Mrs.  King. 

Mr.  Imperato? 
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TESTIMONY  OF 
PAT  IMPERATO,  PATIENT 

IMPERATO:  Thank  you.  I received  no  notice  of  the  meeting,  other  than 
the  press,  and  I didn’t  have  the  time  to  put  together  a presentation.  But 
I assure  this  council  and  the  public  that  is  not  a capricious  move  on  my 
part  in  any  way,  although  I dread  following  Mr.  Gale's  performance  here. 

At  age  29  I was  afflicted  with  arthritis.  I had  a heavy  growth  of 
calcium  down  around  the  fifth  lumbar.  After  two  years  on  aspirin,  my 
orthopedic  doctor  recommended  surgery,  but  he  did  make  the  point  that  it 
was  a rather  risky  piece  of  surgery.  He  said,  "Perhaps  if  you  were  to 
move  to  a warmer  climate,  like  Arizona,  maybe  you  might  get  some  relief." 
So  rather  than  gc  through  surgery,  I went  to  Phoenix,  Arizona.  I landed 
there  on  a Sunday  morning.  The  parish  priests,  after  the  mass,  came  up  to 
me.  They  saw  my  two  crutches,  and  they  knew  that  I was  a stranger,  and 
they  asked  what  was  wrong.  The  following  morning  four  of  them  took  me  to 
their  doctor.  I didn't  know  what  their  afflictions  were,  but  they  were 
elderly,  and  they  walked  rather  haltingly. 

I received  three  treatments,  and  after  two  more  months  of  the  same 
treatments  I was  able  to  throw  my  crutches  away.  I had  no  medicines.  I 
had  no  aspirin.  I returned  home.  The  doctor  who  performed  this  on  me  was 
a chiropractor.  I'm  now  70  years  oid . 

My  doctor  in  Teaneck,  New  Jersey,  a Dr.  Trubenback,  was  called  upon 
after  my  daughter  had  contracted  polio.  She  was  placed  in  an  isolation 
ward  and  given  up  for  dead.  No  nurses  would  attend  her,  and  only  my  wife, 
praying  for  her  life,  pulled  her  through  the  night,  and  I thought  of  this 
Dr.  Trubenback  who  was  performing  miracles  on  me.  We  stole  the  child  out 
of  the  hospital  because  they  would  not  release  her.  In  three  short  months 
my  daughter  was  relieved  of  all  of  her  braces  and  everything  that  was 
confining  her  from  some  bit  of  exercise.  Today  she  has  a fine  familv,  and 
only  one  weaker  leg  to  show. 

Since  those  days,  I've  sent  afflicted  people  steadily  to  my  own 
chiropractor.  Since  there  are  various  degrees  of  efficiency  in  this  new 
field,  and  mine  was  very  successful,  results  were  heartening.  As  past 
president  of  the  South  Pinellas  Senior  Citizens  I met  many  people 
afflicted  with  arthritis,  and  began  my  drive  towards  recognition  of 
chiropractic.  As  a member  of  the  Subcouncil  of  the  West  Coast  Health 
Planning  Council,  I requested  some  tax  dollars  to  flow  towards  the  study 
of  chiropractic  as  a possible  aid  to  the  afflicted  arthritic  retiree  in 
this  nation.  The  council  appointed  a task  force  to  study  the  possibility 
of  the  utilization  of  chiropractic  services  in  this  region.  Preliminary 
results  are  rather  eye-opening,  and  will  soon  be  made  public. 

We  are  here,  discussing  how  to  allocate  public  tax  money  to  aid  in  the 
fight  against  arthritis.  As  a rather  long-time  foe  of  taxation  without 
representation,  I feel  it  is  now  time  for  the  millions  of  patients,  who 
are  finding  some  form  of  relief  from  pain  through  the  use  of  chiropractic 
services,  to  begin  to  lock  towards  the  very  distinct  possibility  of  a 
rather  major  savings  in  tax  dollars  in  the  health  field  because  basically 

and  this  is  not  a capricious  thought;  this  has  been  building  up  over  40 
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years  - I think  that  the  time  is  now  due  these  people  to  have  a crack,  a 
chance  to  break  the  wall  of  resentment  against  this  particular  profession 
for  whatever  reason;  and  that  it  is  an  inhumane  act  for  any 

misrepresentation  of  this  science  in  view  of  the  present  crisis  in  our 
health,  not  to  deny  these  people  who  today  have  made  "chiropractic"  a word 
to  conjure  with  because  the  Congress  recognizes  them.  Medicare  recognizes 
them,  and  I'm  sure  60  million  patients  recognize  them. 

I would  appreciate  this  council,  and  all  health  councils  that  are 
handling  public  tax  monies,  beginning  to  look  into  another  field,  with  the 
distinct  possibility  that  perhaps  this  new  science,  which  is  basically  one 
of  preventative  disease,  can  have  its  place  in  the  sun,  and  that 
affliction  may  really  come  to  an  end  with  the  combined  efforts  of  not  only 
this  new  science,  but  of  the  medical  fraternity.  I certainly  rest  my  case 
with  the  public,  and  I thank  you. 

ENGLEMAN:  Thank  you  very  much,  Mr.  Imperato. 

Mr.  Turnesa,  you  wanted  to  make  a comment? 

TURNESA:  Mr.  Chairman,  I have  a note  that's  just  been  given  to  me  that 
I would  like  to  have  incorporated  along  with  the  statements  I've  made 
regarding  the  Retired  Teachers  Association  and  the  AARP.  I understand 
that  the  Ethel  Percy  Andrews  Foundation  Research  Center,  which  is  on  the 
campus  of  the  University  of  Southern  California  - this  note  indicates  that 
they  are  actually  very  much  aware  and  in  the  midst  of  the  whole  area,  with 
about  11  medical  health  projects  that  they  really  are  implementing.  So  if 
you  could  add  that  along  with  it,  I'd  appreciate  it  very  much. 

ENGLEMAN;  Thank  you  very  much. 

We  will  now  proceed  to  the  next  group  of  witnesses.  At  this  point,  I 
am  going  to  turn  the  microphone  over  to  Dr.  Howard  Polley. 

POLLEY:  I'll  ask  the  next  witnesses  to  come  forward:  Catherine  LaBrie, 
Carole  Cox,  Dee  Dee  Garrett,  and  James  McKeone.  While  they're  coming 
forward,  let  me  say  that  we're  running  a little  bit  behind  the  schedule. 
We  appreciate  your  patience,  and  we're  prepared  to  stay.  But  testimony 
that  you  do  not  have  time  to  present  verbally  can  still  be  turned  in  and 
will  be  made  a part  of  our  permanent  record,  and  will  be  used  the  same  as 
if  it  were  presented  here.  So  don't  hesitate  to  give  us  what  information 
you  want  that  you  don't  have  time  to  present  verbally. 

Catherine  LaBrie? 
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LABRIE:  My  interest  and  feelings  are  of  a personal  nature.  I have 
had  rheumatoid  arthritis  since  I was  28;  I'm  now  40.  When  I first  learned 
I had  R.A.  I was  told  by  doctors,  "A  cure  is  just  around  the  corner."  That 
was  12  years  ago.  I'm  still  battling  this  unpredictable,  devastating 
disease . 

The  challenge  to  Accept  the  ever  changing  limitations  put  on  me 
because  of  this  disease  is  sometimes  overwhelming.  One  of  the  most 
disturbing  facts  to  me  concerning  rheumatoid  arthritis  is  how  little  is 
known  about  it  by  the  medical  profession,  the  public  at  large,  and  people 
suffering  with  the  disease.  I feel  that  mass  education  through  television 
would  be  beneficial  in  correcting  this  on  a national  level.  On  a local 
level,  a public  health  educator  would  benefit  the  community  through 
seminars,  bringing  the  sufferers  of  this  disease  together  in  common 
interest,  also  to  serve  as  a vehicle  of  information  as  to  how  the 
Foundation  is  spending  money  on  a local  level. 

I would  also  like  to  stress  the  need  for  an  arthritis  health  center  in 
this  area,  a center  that  would  take  care  of  all  the  needs  of  arthritis 
victims.  I feel  this  type  of  center  would  aid  in  early  discovery  of  the 
disease.  This  is  a very  important  factor  in  combating  crippling, 
especially  in  rheumatoid  arthritis.  I would  like  to  stress  the  importance 
of  counseling  to  help  overcome  the  emotional  impact  of  this  disease.  This 
could  be  handled  through  the  health  center. 

Of  course,  it's  absolutely  imperative  that  research  be  stepped  up.  I 
feel  that  there  could  be  more  communication  from  research  on  their 
progress  via  the  Arthritis  Foundation.  This  would  help  to  encourage  the 
arthritis  victim  that  something  is  being  done  NOW. 

POLLEY : Thank  you  very  much.  I wonder,  in  Sarasota  do  you  have  a club 
of  people,  patients? 

LABRIE:  No,  we  don't.  Doctor.  I have  just  recently  joined  the  board, 
and  I am  trying  - I don't  know  how,  but  I'm  trying  to  get  this  sort  of 
club  because  it's  difficult  to  get  people  interested,  and  this  is  kind  of 
what  I'm  working  on.  I'm  not  sure  which  road  to  travel  to  get  people 
interested. 

POLLEY:  As  you  know,  we've  been  in  many  other  parts  of  the  country  on 
this  mission,  and  we  have  encountered  a number  of  places  where  that  sort 
of  an  organization  has  really  been  very  helpful. 

Doris? 

MELICH : It  might  interest  you  to  knew  that  in  Utah  we  have  just  barely 
started  two  of  them.  It  has  come  about  by  the  Arthritis  Foundation 
chapter  interest  in  it  through  one  of  the  rheumatologists  at  the  medical 
center.  These  people  are  combining  the  actual  physical  therapy  and  some 
of  the  things  that  help  them  along  with  a social  attitude,  and  it's  coming 
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along  just  fine.  As  Dr.  Polley  says,  in  other  places  all  over  the  country 
they  are  finding  these  arthritis  clubs  are  very  beneficial 
psychologically,  as  well  as  otherwise. 

LABRIE:  Thank  you. 

POLLEY:  We  will  go  on,  and  then  we'll  hold  the  rest  of  the  questions 

until  we  get  through  with  this  group.  Carole  Cox? 


SUBMITTED  STATEMENT  OF 
CAROLE  F.  COX,  PATIENT 
DELRAY  BEACH,  FLORIDA 

Ladies  and  gentlemen  of  the  Commission:  Today  I am  here  to  do  what  I 
can  to  improve  the  desperate  plight  of  millions  like  me.  This  is  my  first 
trip  away  from  home  since  I became  totally  disabled  from  psoriatic 
arthritis  two  and  a half  years  ago.  I feel  that  the  physical  hardship  of 
being  here,  the  increased  pain  and  the  risks  from  exposure,  will  be 
worthwhile  if  you,  by  gathering  testimony,  can  get  this  country  moving  on 
this  devastating  issue. 

I was  asked  to  explain  how  arthritis  has  affected  my  life,  both 
physically  and  emotionally.  My  original  response  was  that  I could  not 
bear  to  relate  it.  But  in  view  of  the  purpose  of  the  Commission,  I 
decided  to  briefly  indicate  to  you  how  arthritis  has  affected  my  life.  I 
am  emotionally  able  to  tell  you  only  because  I am  a professional  writer 
and  have  forcefully  disciplined  myself  to  be  detached  in  the  telling. 

I am  31  years  old,  single,  living  alone  in  Delray  Beach,  Florida.  I 
was  declared  totally  disabled  in  June  1973,  after  a six-month  period  of 
rapid  deterioration  following  complications  from  the  flu  and  from  my 
regular  medication,  methotrexate.  As  you  undoubtedly  know,  methotrexate 
is  a strong  poison,  known  as  an  anti- cancer  drug,  which  produces  many  grim 
side  effects. 

I have  been  taking  methotrexate  consistently  to  control  my  arthritis 
since  January  1964.  I am  currently  in  a very  weakened  condition  from  the 
use  of  methotrexate,  and  am  unable  to  tolerate  a large  enough  dosage  to 
successfully  control  the  skin  lesions  and  joint  swelling.  I also  take 
Motrin,  the  anti-inflammatory,  for  arthritic  pain.  I use  a great  quantity 
of  topical  ointments,  usually  steroids,  to  soothe  the  worst  skin  lesions. 
Although  I keep  strong  sedatives  on  hand,  I have  always  avoided  taking 
painkillers  until  the  very  worst  requirements. 

Throuqh  the  years  I have  changed  doctors  when  they  advised  me  I could 
not  continue  my  education,  or  was  unable  to  pursue  my  career,  or  when  they 
refused  to  write  a prescription  for  methotrexate.  I underwent 
acupuncture,  with  limited  success,  rather  than  retreat  to  the  world  of 
codeine,  Darvcn,  or  Quaalude,  as  suggested  by  my  doctors.  Most  physicians 
declare  that  it  i^  impossible  that  my  liver  has  not  stopped  functioning. 
But  alas,  here  I am,  still. 
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I will  not  go  into  the  gory  details  of  methotrexate's  effects  upon  the 
body.  I will  not  go  into  the  impossible  financial  situation  created  by 
weekly  medication  that  costs  some  $25;  or  laboratory  tests  and  doctor's 
visits  monthly,  or  more  often,  that  cost  at  least  $30.  I am  fortunate  to 
have  been  as  active  as  I have;  to  te  able  to  walk  unaided  many  days, 
usually  with  minimum  pain  during  the  high-sun  hours  (about  noon  to  five) . 
Procuring  groceries,  preparing  meals,  dressing,  bathing,  applying 
ointment,  general  house  maintenance  are  difficulties  for  me,  varying  in 
difficulty  from  slight  to  insurmountable  depending  on  the  hour,  the  day  of 
the  drug  cycle,  the  week  of  fluctuation  of  my  disease,  and  the  side 
effects  of  methotrexate. 

How  has  being  a victim  of  psoriatic  arthritis  affected  my  life 
emotionally  and  in  relationship  to  others?  I will  answer  first  in  general 
terms.  As  though  the  pain  of  crackling,  inflamed  bones  were  not  enough 
torment,  many  people  add  unwittingly  and  ignorantly  to  the  pain.  People 
seem  to  be  able  to  deal  with  dramatic  illness  and  recovery,  or  even  death, 
much  easier  than  they  can  face  the  day  in  and  day  out  dragging  on  of 
endless  worsenings.  Endless  complication.  No  death  to  ease  the  agony. 
Endless  half-life,  endless  dying.  I have  had  many  years  to  observe 
persons'  reactions  to  psoriasis  and  psoriatic  arthritis,  and,  for 
brevity's  sake,  I will  categorize  these  reactions  into  three  groups: 
strangers,  or  infrequent  contacts;  acquaintances  in  social  or  professional 
contact  - regular,  but  casual  and  superficial;  and  intimates,  including 
family,  close  friends. 

The  first  category  of  reactions  is  easiest  for  the  arthritic  to  accept 
after  the  first  year  or  two  of  suffering,  for  strangers  and  persons  in 
infrequent  contact  cannot  interfere,  usually,  in  the  actual  daily  living 
of  the  arthritis  victim.  One  becomes  immune  to  the  glaring  ignorance 
contained  in  such  comments  as:  "I've  heard  that  arthritis  is  all  in  the 
mind.  You  have  to  adjust  your  thinking";  or  "Be  thankful  you  don't  have 
something  serious,  like  cancer";  or  "Oh,  what  a shame!  I know  all  about 
arthritis  because  sometimes  when  it's  rainy  my  shoulder  acts  up.  Do  you 
have  an  electric  heating  pad?";  or  "Oh,  no,  you  don't!  My  mother-in-law 
bitches  all  the  time  about  her  hands,  but  then,  when  she  wants  to,  she 
gets  out  in  the  yard  and  lifts  pots  of  flowers  like  nobody's  business.  So 
if  you've  got  a problem,  don't  tell  me  it's  arthritis,  or  'rheumatism,'  as 
she  calls  it." 

On  the  other  hand,  the  arthritis  victim  learns  also  to  be  wary  of  the 
unctuous  sympathizer  who  happens  to  thrill  to  medical  case  histories  and 
true  confessions,  and  who  pumps  for  information  in  order  to  pass  it  on  to 
the  next  person.  This  sympathizer  usually  gets  the  last  word  with 
something  like,  this:  "Oh,  well.  I'm  really  sorry  for  you.  But  let  me 
tell  you  about  my  second  cousin  Tillie,  who  used  to  have  dizzy  spells,  and 
she  . . ."  et  cetera , ad  nauseam. 

To  editorialize  about  this  first  category  of  reactions,  I will  assume 
that  the  stranger  to  arthritis  doesn't  really  know  anything  about  it,  is 
sure  that  it  isn't  serious  or  fatal,  and  he  or  she  will  be  damned  before 
he  or  she  is  allowed  to  be  confused  by  some  facts. 
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The  second  category  of  reactions  includes  those  of  acquaintances  of 
regular  contact  with  the  arthritic,  who  see  a frustrating  inconsistency  of 
pain,  health,  and  decay.  If  the  arthritic  is  seen  on  one  of  his  !,good 
days,"  the  acquaintance  may  remark,  "Ch,  I see  you  finally  licked  your 
problem.  Good  for  you!"  The  next  time  that  same  acquaintance  sees  the 
victim  on  a bad  day,  then  he  becomes  skeptical:  "Oh,  no,  not  again.  I 
thought  you'd  given  up  all  that  business."  The  acquaintance  is  confused  by 
arthritis'  inconsistent  manifestations,  so  he  assumes  that  the  arthritic 
simply  must  be  "putting  on"  sometimes. 

In  the  case  of  work  and  career,  the  employer  who  hires  the  handicapped 
arthritic,  who  has  honestly  declared  his  case  in  the  application,  decides 
after  employment,  "Well,  you  don't  look  sick  to  me.  You've  outperformed 
our  standards  many  times.  Now  that  the  busy  season  is  here,  I fully 
expect  you  to  work  at  least  15  hours  overtime  a week  without  pay,  just 
like  all  the  others.  You  want  to  keep  your  job,  don't  you?  I expect  you 
can  do  it."  The  employer's  skepticism  is  obvious  in  his  smirk. 

Similarly,  fellow  employees  who  see  the  arthritic  performing'  above 
standard  one  day  suspect  him  of  being  a slacker  the  day  that  he  does  not 
meet  the  standard,  even  if  in  the  long  run  he  is  competitive  and 
productive.  Neighbors  who  see  the  victim  mowing  the  grass  one  day  are 
very  skeptical  when  they  see  him  soon  afterwards  hobbling  along  on 
crutches  or  asking  for  help  to  trim  the  hedge. 

In  summary,  acquaintances  and  work  associates  who  begin  by  being 
sympathetic,  soon  tire  of  the  inconsistency  of  the  arthritis  victim.  The 
inconsistent  physical  appearance  and  ability  versus  disability  lead  to 
skepticism  and  distrust.  The  reasoning  of  such  acquaintances  often 
becomes  thus:  If  the  arthritic's  body  can't  be  trusted,  then  probably  the 
arthritic's  character  and  personality  are  defective,  too. 

The  third  - category  of  reactions  is  the  cruelest  and  most  painful  to 
delineate:  the  rejection  of  the  arthritis  victim  by  intimates.  It  is  not 
unusual  that  human  compassion  has  limits.  As  I remarked  earlier,  it  is 
infinitely  easier  to  deal  with  the  finite,  whether  the  end  be  good  or  bad, 
but  just  so  there  is  an  end. 

The  parents  who  first  hear  their  child  complaining  of  pain  in  the 
knees  may  first  suspect  "put-on"  or  manipulation.  After  medical  diagnosis 
and  treatment,  when  the  affliction  begins  moving  from  joint  to  joint, 
these  same  parents  may  become  sincerely  sympathetic.  But  what  about  the 
expense  involved?  What  of  the  neglect  of  siblings  of  the  arthritic  child? 
It  becomes  unfair  to  everyone  in  the  family,  with  siblings  resenting  the 
arthritic's  overwhelming  share  of  family  income  and  attention,  with 
parents  becoming  oppressed  from  the  burden. 

For  the  young  adult  approaching  majority,  or  attempting  some  means  of 
self-support,  he  may  be  faced  with  the  parent's  attitude:  "When  are  you 
moving  out?  I hope  it's  scon.  And  when  you  leave,  be  sure  and  pick  up 
that  stack  of  unpaid  doctors'  bills."  The  single,  young  adult  arthritics 
face  a bleak  social  life,  if  social  existence  is  possible  at  all,  for  they 
must  plan  around  "bad  days,"  or  drug  days,  and  thwart  the  worst  of  thexr 
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disease  in  order  to  put  their  best  foot  forward  with  the  young  lady  or 
young  man. 

Often,  the  single  person  out  of  school  becomes  socially  isolated,  as 
no  one  wants  to  date  a "sicky."  On  the  contrary,  if  a partner  or  companion 
is  finally  found,  the  young  person  may  be  faced  with  a loving  fiance  and  a 
horrified  pair  of  prospective  parents-in-law,  who  may  warn  openly:  "Son, 
she's  a real  nice  girl,  but  don't  you  get  too  serious.  Don't  you  know 
that  disease  she's  got  will  take  every  penny  you  ever  hope  to  earn?" 

In  the  case  of  arthri tics  who  are  already  married,  the  marriage  needs 
to  be  more  than  perfect  to  survive  the  strain.  The  understanding  husband 
may  go  on  for  weeks,  months,  perhaps  years,  waiting  on  his  invalid  wife; 
but  often  the  sacrifice  looms  too  large.  Why  should  two  people  waste 
their  young  adult  lives  only  because  one  of  them  has  a problem?  A man  or 
woman  aged  mid-thirties  to  mid-forties  is  supposed  to  be  at  peak 
productivity.  The  urgency  of  living  life  fully  is  felt.  If  the  wife 
needs  a Southern  climate,  but  the  husband's  career  demands  location  in  the 
North,  what  are  they  to  do?  If  divorce  ends  the  marriage,  then  the 
arthritic  faces  the  additional  stigma  and  isolation  of  the  divorced, 
single  person  living  in  a married  world. 

For  the  arthritic  who  is  faced  with  the  choice  of  deterioration  to 
final  invalidism  or  a move  to  a more  favorable  climate,  he  or  she  or  they, 
in  the  case  of  the  elderly,  may  choose  the  move,  away  from  family,  old 
friends,  established  community  life;  and  afterwards,  the  old  friends  and 
family  conveniently  forget  the  plight  of  the  arthritic:  Out  of  sight,  out 
of  mind.  For  those  left  behind,  it  is  a convenient  escape  from  the 
infinite  reminder  of  infinite  dying  of  spirit  and  body.  Easily,  the 
arthritic  is  suspected  of  being  a selfish  loner,  and  is  dismissed  with  the 
thoughts,  "I  wonder  why  she  wants  to  live  way  down  there  in  Florida?"  or 
"Gee,  they  have  it  made  now.  It  must  be  nice  to  live  in  Florida." 

I have  spoken  in  general  terms,  but  I have  experienced  all  these 
things  without  the  humor.  I will  now  be  specific  and  personal  about  how 
arthritis  has  affected  my  life  throughout  the  past  12  1/2  years. 

In  prearthritis  days  I was  ambitious  to  have  a legal  career,  planning 
to  attend  the  College  of  William  and  Mary  for  both  undergraduate  and  legal 
work,  in  Williamsburg,  Virginia.  I was  a sophomore  at  William  and  Mary 
when  the  disease  began.  I was  18  years  old,  enjoyed  academics,  modern 
dance,  and  being  a drum  majorette.  From  August  1963  to  January  1964,  I 
gradually  deteriorated;  and,  as  most  arthritics  experience,  I ran  the 
gamut  of  some  20  medical  doctors  who  misdiagnosed  my  case.  One 
outstanding  local  orthopedist  saw  me  at  a time  when  I looked  like  I had 
the  beginning  stages  of  leprosy  (severe  psoriasis) , and  my  left  knee  was 
the  size  of  a football.  He  had  been  prescribing  cortisone  and  was 
draining  my  knee  for  the  fourth  time  in  three  weeks.  He  announced,  "Dear, 
it's  not  painful;  it's  just  a nuisance." 

At  the  end  of  that  six-month  period  of  being  plucked  out  of  the 
technicolor  world  of  the  living  and  dropped  into  the  gray  world  of  the 
sick;  of  confrontations  with  doctors,  hostile  because  of  their 
helplessness;  of  being  guizzed  weekly  by  a psychiatrist  who  kept  asking  me 
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what  was  bothering  me,  and  who  refused  to  accept  the  answer  that  the  pain 
and  crippling  and  hideousness  of  my  skin  that  prevented  my  return  to 
college  were  the  problems. 

At  the  end  of  that  bleak  stretch  of  aspirins  and  Darvon  and  cortisone 
and  sunlamp  and  tar  baths,  I was  lucky  enough  to  accidentally  be  referred 
to  one  Dr.  Robert  Irby,  at  the  Medical  College  of  Virginia  in  Richmond. 
He  had  been  at  the  National  Institutes  of  Health  during  the  original 
experiments  of  methotrexate  therapy  on  psoriatic  arthritis  patients.  He 
made  an  immediate  diagnosis  and  called  the  Institute  of  Arthritis  and 
Metabolic  Disease  Chairman,  the  late  Dr.  Joseph  Bunim.  After  an 
additional  30-day  period  of  waiting  and  deteriorating,  I was  admitted  to 
NIAMD,  where  I remained  for  four  months  and  began  intramuscular  injections 
of  methotrexate,  a dosage  of  100  milligrams  per  seven-day  period. 

I want  to  mention  here  two  doctors  whom  I met  there  who  have 
subsequently  been  helpful  to  me,  and  who  restore  my  faith  in  medical 
mankind.  They  are  Dr.  George  Alepo,  later  of  the  Georgetown  University 
Medical  School;  and  Dr.  William  O'Brien,  now  at  the  University  of  Virginia 
Medical  School  in  Charlottesville. 

When  I reentered  the  world  of  the  living  in  the  summer  of  1964,  it  was 
at  less  than  half  pace.  I relearned  to  walk,  resumed  taking  courses  at 
the  local  college  in  Lynchburg,  Virginia.  My  routine  was  this;  one  day 
per  week  at  the  hospital  for  liver  and  blood  tests;  one  day  per  week 
waiting  in  the  doctor's  office  for  the  intramuscular  injections  of 
methotrexate;  then  usually  four  days  more  spent  partially  in  throwing  up 
in  reaction  to  the  methotrexate;  on  the  seventh  day  I'd  start  that  routine 
again.  Needless  to  say,  there  was  little  energy  or  time  to  enjoy 
extracurricular  activities  or  to  have  a social  life,  although  I was 
fortunate  to  have  a special  boyfriend  throughout  those  years. 

In  1967,  one  year  later  than  my  original  class,  I graduated  magna  cum 
laude  and  valedictorian,  with  a major  in  economics.  I had  not  considered 
job  offers  seriously  as  I was  unable  to  work  any  regular  hours,  much  less 
40.  My  hard-sought  academic  scholarship,  won  from  the  University  of 
Florida  Law  School,  was  suddenly  taken  away  from  me  when  the  State  took 
drastic  measures  during  a financial  crisis;  so,  following  the  general 
medical  advice  to  move  South,  I accepted  a fellowship  from  Louisiana  State 
University  in  graduate  accounting. 

The  change  of  climate  from  central  Virginia  to  Baton  Rouge,  Louisiana, 
proved  beneficial;  but  more  importantly,  I was  accidentally  referred  to  a 
dermatologist.  Dr.  Carpenter,  who  urged  me  to  try  oral  tablets  of 
methotrexate.  That  being  successful,'  I was  started  upon  a new  freedom  of 
activity.  During  the  school  semester  I interviewed  with  visiting 
representatives  of  many  companies.  The  fact  that  living  on  $200  a month 
was  penurious,  and  the  fact  that  my  special  boyfriend  of  the  previous 
three  years  was  over  a thousand  miles  away,  prompted  me  to  accept  a 
lucrative  offer  by  a company  in  the  aerospace  industry  in  Huntsville, 
Alabama . 

Aerospace  and  defense  contractors  win  "brownie  points"  from  the 
government  for  hiring  the  handicapped  and  minorities.  I was  a double 
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"brownie"  as  I was  both  handicapped  and  female,  entering  a predominantly 
male  profession,  financial  analysis.  I was  most  fortunate  to  be  able  to 
work  during  the  next  couple  of  years  and  to  marry  that  special  boyfriend. 
Returning  to  Virginia  tc  be  married  proved  to  be  devastating  immediately 
to  the  state  of  my  health.  In  order  to  be  able  to  function  at  all  I had 
to  move  southward,  a move  which  sounded  the  death  knell  to  the  marriage. 

I will  net  recount  the  days  of  physical  agony  spent  at  work  during 
those  hours  or  minutes  I could  literally  drag  myself  there  once  the  rapid 
deterioration  began.  I will  not  recount  the  many  problems  of  secondary 
illnesses  resulting  from  the  methotrexate,  and  I will  not  recount  the 
conflicts  with  doctors  over  the  taking  of  it  rather  than  giving  up  my  job 
to  become  a drugged,  painless  zombie.  I was  responsible  for  paying  my  own 
way,  and  I knew  what  the  Social  Security  laws  were.  My  request  for  a 
transfer  to  Florida  was  denied  for  economic  reasons  until  in  1973  I was 
granted  a medical  transfer.  It  was  too  late,  however;  and  after  being 
forced  to  experiment  without  methotrexate  for  several  months,  I was  given 
up  as  totally  disabled  and  returned  to  methotrexate  therapy.  Prior  to  the 
move  to  Florida,  my  husband  returned  to  his  parents  in  Virginia,  ending  an 
eight-year-long  relationship. 

I will  not  recount  the  petty  financial  disasters  of  moving  to  south 
Florida  alone,  seriously  ill,  and  being  female,  during  the  impossible 
housing  shortage  of  early  1973.  I will  not  recount  the  emotional 
disasters  of  discovering  that  being  disabled,  divorced,  in  financial 
straits,  and  located  in  a hitherto  unheard  of,  probably  uncivilized  region 
(south  Florida)  was  beyond  respectability  in  the  eyes  of  my  family; 
therefore  that  relationship  was  severed. 

So  here  I am,  telling  you  today  some  things  that  I don’t  like  to 
recall,  things  which  I don't  often  think  about.  I have  tried  to  gloss 
over  what  seems  like  too  much  melodrama.  My  intent  is  to  demonstrate  the 
cruelty  and  the  devastating  social  and  psychic  harm  done  to  sufferers  of 
arthritis.  The  villain?  Ignorance;  ignorance  on  the  part  of  doctors  who 
do  not  keep  up  with  the  latest  diagnostic  techniques  and  treatments; 
ignorance  by  the  90  percent  general  population  of  the  horrors  endured  by 
the  10  percent  arthritic  population.  Of  course  I want  to  be  cured!  Of 
course  I'd  give  just  about  anything  to  be  relieved  of  the  pain!  But, 
being  realistic  and  recognizing  economic  facts  of  life,  I know  that 
research  takes  money;  and  money,  like  oil,  goes  first  to  the  squeaky 
wheel . 

A person  with  arthritis  usually  has  the  patience  of  Job.  Like  Job, 
the  arthritic  is  a victim  of  innocent  suffering,  enduring  years-long 
physical  torments  that  create  spiritual  aches  as  well.  I have  previously 
treated  that  delicate  question,  innocent  suffering,  in  a book,  published 
in  1974,  titled  Hesse,  Goethe,  Jung,  You  & Me. 

[A  copy  of  the  book  was  submitted  with  this  statement.] 

During  1975  I have  been  dedicated  to  the  effort  of  spreading 
information  about  arthritis  primarily  through  my  work  in  a federated 
women's  club,  the  Deerfield  Beach  Junior  Women's  Club,  which  is  sponsoring 
a benefit  for  the  Arthritis  Foundation.  Today  I am  attempting  to  turn  my 
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negative  experiences  into,  hopefully,  something  positive  for  others  who 
suffer  like  me. 

Isn't  it  time  that  this  nation  became  aware  of  the  facts  of  arthritis? 
Isn't  it  time  we  lit  a candle  in  this  awesome  darkness  of  ignorance? 
Education  in  the  mass  media,  in  medical  journals,  in  public  schools,  I 
feel,  is  the  foremost  step  to  be  taken.  If  enough  people  learn  about 

arthritis  via  television,  radio,  newspapers,  magazines,  public  education 
health  classes,  then  the  letters  to  Congress  will  begin.  If  everyone  who 
gripes  about  the  "F.I.C.A."  deduction  from  his  paycheck  knew  that  there 
are  millions  like  me  who  want  to  contribute  to  F.I.C.A.  - would  gladly  do 
rather  than  siphoning  off  that  money,  they  would  support  research  into 
finding  a cure  for  arthritis. 

I think  that  the  first  step  the  National  Arthritis  Act  should 
encourage  is  the  step  that  will  teach  people  not  only  the  facts  of  the 
physical  pain,  the  facts  of  the  economic  loss  to  all,  but  that  will  teach 
mankind  to  be  less  unkind  to  the  victims  of  this  unglamorous,  ungodly 
disease.  We,  as  a society,  need  to  learn  how  to  cope  with  this  seemingly 
endless  problem.  If  we  face  it  - in  1976?  - then  perhaps  in  1977  we  will 
conquer  it.  Thank  vou. 


TESTIMONY  OF 
CAROLE  F.  COX 

COX:  Ladies  and  Gentlemen  of  the  Commission:  I am  31,  living  in 
Delray  Beach,  alone,  totally  and  permanently  disabled  since  1973.  I have 
soriatic  arthritis,  and  have  used  the  anti-cancer  drug  methotrexate 
consistently  for  the  past  12  years  to  avoid  complete  invalidism. 

I was  asked  to  explain  how  arthritis  has  affected  my  life,  physically, 
emotionally,  and  in  relationship  to  others.  I prepared  the  12-page 
presentation  submitted  to  you  reluctantly  because  of  the  intense  grief  in 
recalling  12  1/2  years  that  must  seem  impossible  melodrama  to  anyone  who 
didn't  live  them.  Please  refer  to  that  paper  for  additional  details,  or 
to  this  book  for  my  treatment  of  the  philosophic  problem  of  innocent 
suffering  known  so  intimately  to  arthritics.  (Book  is  Hesse,  Goethe, 
Jung , You  6 Me , by  Car old  F.  Cox.) 

I feel  that  I can  speak  with  authority  on  other  persons'  reactions  to 
the  arthritis  victim.  I have  demonstrated  in  that  paper  the  way  that 
strangers  to  the  arthritic  cruelly  display  their  ignorance  by  being  sure 
that  arthritis  isn't  serious  or  fatal.  Acquaintances  and  work  associates 
may  be  at  first  sympathetic  to  the  arthritic,  but  upon  seeing  the 
inconsistency  of  his  ability  from  day  to  day,  or  week  to  week,  soon  become 
skeptical,  and  distrust  net  only  the  arthritic's  body,  but  also  his 
character  and  personality.  The  reactions  of  family  and  intimates  of  the 
arthritis  victim  usually  end  sooner  or  later  in  rejection,  whether  for 
financial,  spiritual,  emotional,  or  geographic  strains.  People  can  cope 
with  dramatic  illness  and  recovery,  or  even  death,  much  easier  than  they 
can  face  the  day  in-day  out  dragging  on  of  endless  worsenings,  endless 
complication,  endless  dying.  I know  because  I've  had  12  1/2  years  to 
observe.  I was  left  by  a husband,  who  ended  an  eight-year-long 
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relationship  rather  than  move  South.  I was  completely  abandoned  by  a 
large,  ultraproper,  WASP  family,  for  whom  my  being  suddenly  disabled, 
divorced,  in  financial  straits,  and  located  in  a hitherto  unheard  of, 
probably  uncivilized  region  (south  Florida)  was  beyond  respectability  and 
Virginia  gentility. 

But  I am  a lucky  lady.  I've  lived  longer,  more  productively  than  any 
doctor  told  me  I could  do,  even  at  NIH.  My  liver  should  have  stopped 
functioning  by  now,  and  me,  too,  but  I am  still  hanging  in  there.  As  a 
popular  commercial  saying  goes,  "You've  come  a long  way,  baby,"  and  I 
have.  It's  been  a damnably  long  way  frcm  being  a healthy,  athletic,  honor 
scholar,  blazing  her  way  to  a legal  career,  to  being  a disabled  Social 
Security  recipient.  But  during  that  12  years  I did  finish  college  with 
honors;  I did  work  as  a financial  analyst  in  one  of  the  nation's  top 
companies;  I did  get  married.  Even  now  I am  somewhat  active  during  my  few 
good  hours:  published  one  book,  am  working  on  another;  work  with  church 
groups  and  a federated  women's  club,  and  I have  snapshots  circulating  to 
show  what  that's  doing.  And  I am  here. 

I am  here  to  state  that  there  is  an  enormous  villain  hereabouts  that 
wreaks  cruel,  devastating  social  and  psychic  harm  to  the  sufferers  of 
arthritis.  The  villain?  Ignorance;  ignorance  of  doctors  who  do  not  keep 
up  with  the  latest  diagnostic  techniques  and  treatments;  ignorance  of  the 
90  percent  general  population  about  the  horrors  endured  by  the  10  percent 
arthritic  population. 

Since  the  National  Arthritis  Act  funds  are  but  a drop  in  the  bucket 
towards  ah  ultimate  solution  or  cure,  I feel  that  the  first  priority  of 
expenditures  should  be  on  education  in  the  mass  media,  in  medical 
journals,  in  public  schools.  We  need  a Betty  Ford  and  Happy  Rockefeller 
to  do  for  arthritis  what  they  did  for  breast  cancer.  We  need  TV  specials 
during  prime  time,  on  the  "Today"  show  in  the  morning,  on  the  "Tomorrow" 
show  at  night;  we  need  newsprint  in  the  glossy  magazines  and  in  the 
papers.  We  need  to  invest  now  towards  getting  future  monies  to  finish  the 
job  of  research.  It  pays  to  advertise. 

If  all  who  gripe  about  that  FICA  deduction  from  their  paychecks  learn 
that  there  are  millions  like  me  who  want  to  contribute  to  it  rather  than 
siphon  it  off,  they  will  support  research;  maybe  even  write  their 
Congressmen  to  say  so.  The  education  should  include  the  facts  of  the 
physical  pain  and  suffering,  the  economic  facts  that  do  make  it  everyone's 
problem;  and  the  realization  of  mankind's  unkindness  to  victims  of  this 
unglamorous,  ungoldly,  unending  disease.  We,  as  a society,  need  to  learn 
how  to  cope  with  this  seemingly  unending  problem.  If  we  learn  to  face  it 
first,  then  soon  we  will  take  appropriate  steps  to  conquer  it.  Thank  you. 

POLLEY:  Thank  you  very  much.  If  you  hadn't  gone  to  the  trouble  of 
making  this  testimony  available,  we  wouldn't  have  it.  It  may  have  been  an 
ordeal  for  you  to  do  it,  but  we  really  appreciate  it. 

COX:  Thank  you. 

POLLEY:  Dee  Dee  Garrett? 
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I am  anxious  to  present  any  helpful  knowledge  gained  by  my  experiences 
and  observations  to  the  Arthritis  Commission,  particularly  to  those 
members  scheduled  to  hold  a public  hearing  in  St.  Petersburg,  Florida,  on 
December  8,  1975.  But  how  can  I summarize  two  decades  as  an  outpatient 
and  a total  of  over  six  years  in  17  hospitals,  4 nursing  homes,  and  2 
private  homes  in  only  five  minutes?  Furthermore,  I believe  I could  have 
coped  with  my  medical  problems  without  really  bothering  anyone  if  I had 
not  been  abandoned  legalistically  and  financially  and,  consequently, 
socially  and  vocationally. 

I am  a (motorized)  wheelchair  patient  requiring  almost  complete  (I  can 
feed  myself)  custodial  care.  I am  unable  to  sit  up  from  a prone  position, 
stand  up,  support  weight  on  my  legs,  or  propel  myself  in  a standard 
wheelchair  due  to  extensive  crippling,  dislocation,  and  debility.  I have 
had  polyrheumatoid  arthritis,  without  remission,  since  1952.  I have 
received  most  of  the  known  treatments  and  medicines  for  that  condition, 
including  17  years  of  salicylates  and  over  22  years  of  oral  steroids. 

Other  diagnosed  medical  problems  include  partial  adrenal  atrophy, 
neuritis,  vasculitis,  osteoporosis,  postocular  cataracts,  episcleritis, 
chalazion  cysts,  atopic  eczema,  inflamed  stria,  allergic  rhinitis,  gastric 
stomach  ulcer  (at  one  time  caused  dangerous  anemia  due  to  bleeding,  and 
was  open  more  than  four  years) , two  dozen  ulcers  on  lower  legs  (due  to 
relatively  minor  bumps  and  bruises) , two  gangrenous  hemorrhoids,  cervical 
cysts,  a natural  miscarriage,  yeast  infections,  a kidney  infection,  a 
gallstone,  periodontal  displacements,  an  early  menopause,  and  five  years 
of  increasing  obesity. 

I am  49-  years  old.  I was  married  in  1948.  In  1957,  after  somehow 
obtaining  $13,060  from  our  joint  stock  account  (without  my  knowledge  or 
signature)  and  leaving  me  at  MacGill  Air  Force  Base,  my  Army  captain 
husband  (who  had  requested  an  overseas  assignment  with  a Military  Aid  and 
Assistance  Group)  was  sent  to  Taiwan.  At  that  time  the  Army  did  not  send 
dependents  of  personnel  below  the  rank  of  major  to  Formosa.  There  was  no 
American  Government  family  housing  and  no  American  medical  care  available 
there.  Therefore,  the  Army  orders  specified  "all  active  duty  personnel 
and  dependents  will  have  all  medical  and  dental  defects  corrected  prior  to 
embarkation. " 

My  husband  failed  to  contact  me  after  February  1958  and  never  returned 
to  Florida.  He  forged  my  signature  on  our  1958  "joint"  Federal  Income  Tax 
Return.  Yet  in  1960  (without  corroborative  testimony  or  evidence)  he 
obtained  an  Alabama  divorce,  using  his  parents'  home  as  his  residence  and 
claiming  I "abandoned  his  bed  and  board"  (obviously  false).  The  court 
awarded  me  permanent  alimony  of  $200  per  month  (not  adequate  to  support  me 
even  then)  . However,  since  he  has  not  paid  that  specified  amount,  my 
husband  is  now  in  arrears  in  the  amount  of  $16,565  in  alimony  payments. 

In  1961  my  72-year-old  widowed  mother  took  me  into  her  home,  thereby 
assisting  me  financially  and  caring  for  me  until  1967,  when  she  suffered  a 
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severe  CVA.  I have  reason  to  believe  that  her  death  in  1973  was  hastened 

by  neglect  in  the  nursing  home  where  we  were  living.  I estimate  that  I 

was  indebted  to  her  financially  for  a minimum  of  $13,770. 

In  spite  of  the  above-stated  problems  and  obvious  needs,  and  the  fact 

that  my  family  and  I have  kept  faith  with  the  laws,  rules,  and  principles 
of  our  society,  I have  callously  been  denied  reasonable  application  of  the 
law  and  supposedly  available  assistance.  In  fact,  I have  been  considered 
"not  eligible"  for: 

(1)  Receipt  of  my  half  of  proceeds  of  our  joint  stock  account. 

(2)  Application  of  basic  legal  practice  (i.e.,  "innocent  until  proved 
guilty") . Two  and  a half  months  elapsed  between  the  hearing  and 
the  decree. 

(3)  Application  of  Alabama  divorce  laws  (re:  grounds,  proof, 

husband’s  perjury,  and  contempt  of  court). 

( 4)  Collection  of  court-ordered  (twice)  alimony.  According  to  the 
Florida  State  Attorney,  local  Legal  Aid,  and  a Pennsylvania 
lawyer.  Public  Law  93-647  which  should  apply  in  this  case  does 
not  since  neither  Florida  nor  Pennsylvania  (where  the  Florida 
State  Attorney  informs  me  my  husband  is  now  residing)  have 
garnishment  statutes  applying  to  alimony. 

( 5 ) An  additional  Federal  Income  Tax  exemption  (when  I did  receive  a 
taxable  income)  because  I am  not  yet  blind  or  over  65! 

(6)  Social  Security  disability  and  Medicare.  I do  not  have 

sufficient  Social  Security  coverage  since  I quit  covered 
employment  (at  my  husband's  request)  when  I married. 

(7)  A "mandatory  state  supplement"  (quote  from  Family  Services 

letter)  to  the  Federal  Supplementary  Security  Income  because  I 
was  not  receiving  State  aid  in  December  1973!  I had  received 
State  aid  from  1966  until  June  of  1973.  (When  I was  living  at  my 
mother’s  home  in  1972  I was  receiving  $121  per  month.  The  State 
paid  for  my  85-day  hospital  stay,  from  May  to  August  1972,  and 
$335  per  month,  plus  medicines  and  ambulances,  etc. , in  nursing 
homes  between  August  1972  and  June  1973)  . 

When  I moved  to  a private  home  care  ("foster  home")  situation, 
the  State  refused,  on  highly  questionable  technicalities,  to  give 
me  any  financial  assistance.  Since  I heard  the  Federal 

Government  was  taking  over  welfare  payments,  I withdrew  a new 
application  in  December  1973.  Since  January  1974  I have  been 
receiving  Federal  Supplementary  Security  Income  (now  $102.70  per 
month)  and  Medicaid.  However: 

a.  Only  one  doctor  (a  dermatologist)  I know  of  in  all  of 
Pinellas  County  will  accept  new  Medicaid  patients. 
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b.  Medicaid  will  not  pay  for  any  medicines  (such  as 

salicylates,  antacids,  vitamins) , although  prescribed  by  an 
M.D.,  unless  they  require  a prescription. 

c.  Medicaid  will  not  cover  necessary  dental  or  podiatric 

treatment. 

d.  Medicaid  allowances  do  not  always  cover  the  monthly  cost  of 
prescription  drugs  or  the  yearly  cost  of  doctors.  X-rays, 
etc. 

e.  When  a computer  error  resulted  in  my  not  receiving  a PMI 

card  for  a month  or  two,  I was  told  I would  have  to  "get 

someone  else  to  pay"  for  my  medicine.  In  1968,  hav  g used 

my  Medicaid  hospitalization  allowance,  I had  to  wa’  until  a 
wound  became  gangrenous  (i.e.,  possibly  fatal)  before  I was 
eligible  for  hospitalization  (which  I believe  was  then  paid 
for  by  the  county) . 

f.  Apparently  I am  not  eligible  for  a supplement  to  help  pay  my 
"rent"  since  I am  under  65. 

(8)  Handicapped  parking  permit.  When  I was  driving  my  own  (1960, 
specially  equipped)  car,  until  1969,  I was  not  eligible  because 
although  I was  using  a wheelchair  since  both  legs  were  partially 
crippled,  I did  not  have  one  completely  useless  leg.  Now  I am 
not  eligible  since  the  camper  (with  ramps)  in  which  my  landlady 
transports  me  in  my  motorized  wheelchair  (this  van  is  the  only 
vehicle,  other  than  an  ambulance,  in  which  I can  travel)  is 
registered  in  her  name. 

(9)  Exemption  for  telephone  directory  assistance  service  charges, 
supposedly  available  to  the  blind  and  handicapped,  not  available 
to  me  or  the  two  other  blind  and  infirm  elderly  patients  livinq 
here  because  the  telephone  is  listed  in  the  landlady's  name. 

(10)  Use  of  the  hospital's  bed-patient  scale  (i.e.,  for  weighing 
patients  who  cannot  stand) . Although  since  about  1966  I have 
been  a patient  at  the  Arthritis  Foundation-sponsored  Arthritis 
Clinic,  which  is  in  a wing  of  the  hospital  (and  have  three  times 
been  a patient  in  that  hospital)  , the  hospital  will  not  allow  use 
of  their  scale  by  an  outpatient. 

(11)  Military  medical  care  available  to  dependents  of  active  duty  and 
retired  personnel.  When  my  husband  obtained  (in  fact,  illegally) 
a divorce  in  1960,  I was  denied  access  to  military  care,  which 
had  kept  me  ambulatory  almost  free  of  charge. 

(12)  Insurance.  Due  to  preexisting  conditions,  hospitalization  and 
life  insurance  are  only  available  to  me  at  exorbitant  rates,  and 
usually  with  special  restrictions.  Medical  or  outpatient 
insurance  is  completely  unavailable  since  the  issuance  of  such  a 
policy  would  be  what  the  companies  call  "buying  a claim." 
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(13)  Vocational  Rehabilitation.  Because  of  my  husband's  abandonment 
of  me,  his  divorce  threats,  and  the  fact  that  I could  not 
possibly  return  to  clerical  work  or  fashion  modeling  (my  former 
occupations) , I went  through  vocational  evaluation  programs  and 
started  rehab,  training  in  1959.  However,  three  leg  ulcers  and  a 
state  of  complete  physical  exhaustion  sent  me  to  hospital  before 
completion  of  the  course.  After  1C  months  I left  the  hospital  in 
a wheelchair  (which  I have  had  to  use  ever  since) . 

I again  contacted  Vocational  Rehabilitation.  On  the  basis  of  my 
tests  they  offered  me  the  attractive  possibility  of  returning  to 
college  to  obtain  a degree,  but  I would  have  had  to  carry  a 
complete  schedule  on  a regular  campus,  which  I knew  would  be 
impossible  since  I had  not  been  able  to  physically  endure  the 
much  more  limited  and  less  demanding  training  in  which  I had  been 
enrolled.  Hence,  the  end  of  Vocational  Rehab's,  interest  in  me. 

(14)  Freedom  of  choice  as  to  where  I live;  freedom  to  live  outside  an 
institution  (a  nursing  home) . Per  the  Health  Department  here: 
According  to  law  (a  part  of  the  Florida  Nursing  Code,  which  I 
have  read  and  do  not  interpret  in  this  way) , a non-ambulatory 
patient  can  be  cared  for  legally  only  in  his  or  her  own  home  (I 
do  not  own  a home  of  my  own) , or  that  of  a family  member  (I  have 
only  one:  a brother,  now  living  in  New  Mexico,  with  a family  of 
his  own,  who  moves  frequently  and  cannot  care  for  me) , or  in  a 
nursing  home. 

Only  after  considerable  argument,  in  which  I recounted  the 
horrors  of  my  experiences  in  nursing  homes  (and  hospitals) ; after 
I obtained  a statement  from  the  Arthritis  Clinic  assuring  that  I 
could  administer  my  own  medicines,  and  stated  my  intention  to 
enlist  the  services  of  the  Civil  Liberties  Union  to  protect  my 
freedom,  or,  failing  in  that,  to  commit  suicide  before  I would 
again  accept  incarceration  in  a nursing  home;  having  viewed  for 
themselves  the  superior  quality  of  my  present  living  arrangement; 
and  probably  considering  the  financial  advantage  to  the  state, 
was  I not  forced  tc  reenter  a nursing  home. 

(15)  Exemption  from  taxes  on  necessary  medical  prosthetic  devices. 
Although  food  and  medicine  purchases  are  not  taxed  in  Florida, 
wheelchairs,  hospital  beds,  etc. , are. 

(16  ) Redress  of  grievances  and  recovery  of  money.  Now  that  my  husband 
has  f inally  (apparently)  been  located,  it  will  be  difficult  to 
take  action  against  him.  The  stockbroker  claims  they  no  longer 
have  a copy  of  the  check  closing  our  account  in  1957.  The 
Alabama  court  nc  longer  has  any  record  whatever  (!)  of  evidence 
from  our  divorce  hearing.  I do  not  yet  know  whether  the  IRS  will 
find  our  tax  returns  from  1956,  '57,  and  '58.  It  seems  that 
having  evaded  the  law  this  long,  my  husband  may  now  go  free  with 
his  ill-gotten  gains. 

I apologize  for  this  tedious  account;  but,  though  seemingly  verbose, 
it  is  actually  a brief  summary.  Also,  although  apparently  introspective 
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and  self-concerned,  it  is  actually  representative  of  the  problems  and 
frustrations  which  all  seriously  handicapped  people  (and,  specif ically, 
rheumatoid  arthritics)  experience. 

There  are  a number  of  areas  of  a general  and  specific  nature  to  which 
the  Arthritis  Commission  could  profitably  direct  its  attention  and 
efforts : 

I.  Use  influence  to  improve  official  and  public  attitudes  and 

approaches  to  the  problems  of  the  physically  handicapped 

generally. 

1.  An  individual’s  incapacity  is  detrimental  to  his  family, 
friends,  local  and  national  community,  as  well  as  himself. 

2.  A definite  distinction  should  be  made  between  sociological 
and  psychological  (including  addictive)  handicaps,  and 
physical  and  mental  handicaps.  In  spite  of  the  fact  that 
these  two  categories  may  have  generally  similar  symptoms, 
any  program  which  is  supposed  to  provide  the  same  treatment 
and  solutions  for  all  will  be  superficial  and  unrealistic, 
and  destined  to  very  limited  success,  if  not  complete 
failure . 

3.  In  regard  to  assistance  programs,  a general  or  major 

handicap  should  have  priority.  That  should  be  defined  as  a 
lack  of  resources  to  cope  with  an  inability  to  function  or 
perform  at  a generally  ordinary  level.  However,  limited 
assistance  to  prevent  a limited  handicap  from  becoming  a 
major  one  is  obviously  called  for  by  good  sense  and 
efficiency  for  the  common  weal.  Obviously,  any  assistance 
requires  reasonable  cooperation  on  the  part  of  the 

recipient . 

4.  Remarkable  amounts  have  been  spent  on  a plethora  of  studies, 
regulatory  bodies,  special  interest  groups,  and  inspections, 
and  much  information  exists;  yet  much  of  this  seems  to  be 
merely  self-serving  and  self-perpetuating  empire  building; 
availability  to  people  in  need  and  application  to  the  real 
solution  of  problems  are  relatively  minimal. 

5.  Knowledge  of  various  forms  of  assistance  and  where  to  obtain 
it  is  not  available  to  the  average  person  partly  because 
official  agency  personnel  dc  not  possess  it  nor,  apparently, 
the  means  to  obtain  it. 

6.  Eligibility  requirements  are  usually  unrealistic,  being  too 
specific  or  too  general. 

7.  Applications  require  mobility,  energy,  time,  articulate 
verbalism,  knowledge,  written  compositions,  mental  ability, 
ingenuity,  persistence,  and  a total  lack  of  insensibility  to 
discouragement  and  insults,  which  are  far  beyond  the 
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capacities  of  the  average  person  in  real  need  (though  often 
within  the  scope  of  opportunists  and  friends) . 

8.  Even  when  the  above  obstacles  are  overcane,  the  actual 
delivery  of  services  and  assistance  is  often  not 
accomplished  since,  for  one  ridiculous  reason  or  another, 
they  are  not  actually  available. 

9.  There  is  a particularly  vital  need  to  support  improved 

attitudes  and  development  of  alternative  means  and 

facilities  for  custodial  care.  There's  a need  for  greater 
understanding  that  this  type  of  assistance  is  not  confined 
to  the  elderly,  nor  in  any  case  is  it  necessarily  a short 
prelude  to  imminent  death  or  speedy,  complete  recovery. 

In  spite  of  the  fact  that  it  is  now  generally  agreed  that 
children  and  former  psychiatric  patients  should  be  in  foster 
homes,  and  ex-convicts  and  addicts  need  "half-way  houses" 
rather  than  institutions,  those  who  are  physically  or 
mentally  impaired  due  to  illness  are  dumped  into  warehouse- 
like institutions.  In  spite  of  their  Sometimes  slick, 
superficial  appearances,  nursing  homes  are  generally 

anterooms  to  the  mortuaries.  Those  who  need  assistance  for 
custodial  care  have  little  choice  but  to  accept  dehumanizing 
incarceration  in  those  institutions.  Even  guite  wealthy 
patients  may  not  avoid  that  fate. 

Present  programs  and  regulations  constitute  government 
support  (through  Medicaid,  Medicare,  Veterans' 

Administration  consignments,  and  health  department  rules)  of 
a nursing  home  monopoly  - a veritable  government- sponsored 
private  profit  cartel. 

The  option  of  choosing  home  care  or  foster  home  care 
(subject  to  inspection)  could  provide  a more  tolerable 
alternative  for  the  patients  and  the  competition  necessary 
to  make  the  nursing  homes  institute  long-overdue 

improvements  and  possibly  actually  function  as  real  nursing 
facilities.  Presently,  these  institutions  are  blatantly 
self-serving  and  quite  immune  to  prosecution  for  or 
correction  of  infractions,  even  when  disclosed  by  official 
inspections . 

10.  Encourage  the  development  of  really  new  and  improved 
prosthetic  devices.  It  seems  that  a technology  that  can  put 

' men  on  the  moon  could  assemble  designers,  engineers, 
mechanics,  etc.,  who  could  devise  more  convenient  means  of 
moving  patients  than  the  present  lifters  and  wheelchairs, 
etc.  Hovercraft  for  frivolous  purposes  exist,  and  the 
military  have  backpacks  for  individual  personnel  "flight." 
What  a boon  some  mini-modified  version  (for  indoor  use) 
would  be  for  the  nonambulatory!  No  more  stairway,  narrow 
passages,  auto,  bus,  etc.,  obstacles. 
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11.  Make  available  prosthetic  devices,  even  those  now  extant. 
The  fact  that  these  supplies  are  not  well  publicized  or 
readily  obtainable  and  are  extremely  expensive  (and  subject 
to  taxes)  makes  them  unavailable  to  many  who  need  them. 
Surely  this  is  a more  appropriate  subject  for  government 
subsidy  than,  for  one  example,  tobacco  farming. 

12.  Develop  limited,  possibly  home-oriented,  vocational 
rehabilitation  programs  and  employment  of  a constructive 
nature  for  those  somewhat  able  handicapped,  which  would  not 
automatically  deny  them  eligibility  for  all  necessary 
assistance.  Has  anyone  considered  recruiting  physically 
handicapped  in  rehab.  programs  for  addicts?  They  could 
offer  some  realistic  understanding  and  challenge. 

13.  Alter  partisan  favoritism  and  "competitions  in  misery" 

between  various  disabilities  and/or  the  organizations 
representing  them.  Until  a fair,  sensible,  unprejudicial 
attitude  towards  evaluation  of  degrees  of  handicaps 
(considering  individual  variations)  is  practiced, ' any 
assistance  program  will  be  not  only  ineguitable,  but 
wasteful  and  relatively  unsuccessful.  For  example,  why 
assume  that  all  minors  and  elderly  have  more  special  needs 
and  less  ability  than  all  18  to  65-year-olds,  or  that 
blindness  is  always  more  disabling  than  deafness  or 

paralysis? 

14.  Cooperation  and  communication  are  sorely  needed  between 

various  organizations  and  individuals;  recognition  that  the 
goal  is  to  solve  problems  rather  than  support  the  interests 
of  certain  people,  groups,  organizations,  disciplines,  or 
ideas.  All  government  (local,  county.  State,  and  Federal) 
and  "charitable"  organizations  and  research,  development, 
and  clinical  groups  and  individuals  should  be  reasonably 
coordinated.  Medical  indigency  should  be  considered. 

15.  Has  anyone  considered  charging  M.D. 's  for  the  use  of 

hospital  facilities  (instead  of  their  private  offices)  when 
seeing  inpatients?  That  would  reduce  the  costs  to  the 
hospital  or  patient. 

II.  Work  for  the  establishment  of  a central  national  agency  (with 

State  and  local  representation)  to  consider  the  problems  and 
related  needs  of  physical  and  mental  handicaps;  to  act  as  an 
information  clearinghouse;  coordinate  efforts;  eliminate 
unnecessary  duplication;  lobby  for  necessary  legislation  and 

encourage  research  regarding  care,  treatment,  cure,  and 

prevention;  and  serve  as  an  advocate  or  ombudsman  for  the 

physically  and  mentally  handicapped  individuals  (to  insure 
knowledge,  availability,  and  actual  delivery  of  the  assistance 
and  services  which  they  need) . 

III.  Within  the  framework  of  the  above-mentioned  improvements  in 

attitude,  organization  (s) , and  programs,  the  Arthritis  Commission 
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should  establish  similar  organizations  and  programs  specifically 
oriented  to  arthritis  and  arthritics. 

I believe  there  is  evidence  to  support  my  contention  that 
availability  (transportation,  etc.)  of  regular  exercise  in  a 
heated  swimming  pool  (or  warm  water  beach)  would  provide  the 
single  most  effective  therapy  for  a great  number  of  arthritics. 
Could  specially  eguipped  buses  collect  patients  for  regular 
delivery  to  adequately  equipped  swimming  places? 

IV.  Research  regarding  arthritis.  Besides  the  above-mentioned 
improvement  or  coordination  and  communication  between  research 
and  clinical  personnel,  there  should  be  improvement  in  those 
areas  between  medical  personnel  and  patients.  (Treating  the 
latter  as  unthinking  objects  is  not  constructive.)  Really 
thorough  investigation  of  at  least  a sufficient  number  of  cases 
on  which  to  base  scientific  conclusions  is  necessary.  That 
should  include  consideration  of  the  whole  individual,  covering  in 
as  much  detail  as  possible  life  style  and  life  and  family  (as 
well  as  medical)  histories.  Perhaps  as  careful  study  of  enough 
human  cases  as  is  done  on  laboratory  animals  would  produce  really 
worthwhile  information.  It  seems  to  me  that  there  are  several 
areas  which  need  special  consideration  regarding  arthritic 
research: 

1.  Confidence  that  dedicated,  determined  work  may  lead  to 

solutions . 

2.  Really  open-minded  and  innovative  considerations  to  discover 
"common  denominator"  causative  factors. 

3.  More  careful  diagnosis;  more  refined  and  definite 

examination  and  description  and  records  of  all  aspects  and 
cases  of  arthritis.  Perhaps  the  use  of  a broader  range  of 
laboratory  examinations  and  computer  analysis  of  all 
information  might  be  productive. 

4.  If  the  following  have  not  been  thoroughly  investigated, 

research  to  do  so  could  be  productive.  Is  there  a 

meaningful  relationship  between  rheumatoid  arthritis  and: 

A.  Oxygen  metabolism  (EMR) 

a.  Male  and  female  differences 

b.  Under  varying  circumstances: 

Puberty 

Menopause 

Pregnancy 

Postpartum,  miscarriage,  or  abortion 
Weather  changes 
Altitude  changes 
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B.  Immediate  atmosphere  (i.e. , air  components) , or  a 
change  of  same: 

a.  Proportion  of  various  components,  particularly  the 
oxygen-nitrogen  balance 

b.  Ionization  of  oxygen  atoms  (positive  or  negative) 

c.  Positive  or  negative  oxygen  therapy 

C.  PH  balance 

D.  Antibiotics,  particularly  the  -cylines 

E.  Electric  and  magnetic  fields 

a.  Electromagnetic  field  variations: 

Day  and  night 

Squall  lines  and  other  weather  phenomena 

b.  Various  geomagnetic  and  electromagnetic  fields, 
and  variations  re:  altitudes,  latitudes.  Van  Allen 
belts,  etc. 

I enclose  copies  of  letters  and  papers  which  illustrate  my  problems  in 
attempting  to  collect  alimony,  some  of  my  distressing  experiences  with 
nursing  homes,  etc.  Since  writing  and  assembling  all  this  was  such  a 
slow,  difficult  chore,  I was  unable  to  send  you  this  by  the  November  21st 
deadline.  However,  I hope  to  attend  the  December  8th  meeting  here,  and 
will  give  it  to  the  Commission  then,  with  the  hope  that  someone  will  find 
time  to  read  it. 

I had  hoped  to  send  copies  of  all  this  to  Florida's  U. S.  Senators  and 
Representatives  (from  this  district) , and  the  State  Senators  and  (local) 
representatives,  but  I doubt  that  I can  afford  to  do  so.  However,  I do 
intend  to  send  a copy  to  (State)  Senator  D.  Robert  Graham,  Chairman, 
Committee  on  Health  and  Rehabilitative  Services. 

Thank  you  for  your  attention  to  this  correspondence.  I hope  that  it 
may  be  of  some  help  in  solving  the  problems  of  the  handicapped  generally, 
arthritics  in  particular,  and  I would  be  delighted  if  my  own  personal 
troubles  were  alleviated. 

I certainly  wish  success  to  the  National  Arthritis  Commission! 


TESTIMONY  OF 
DEIRDRE  S.  GARRETT 

GARRETT:  I am  Deirdre  Garrett.  I'm  a rheumatoid  arthritic.  As  far 
as  my  experience  goes,  I've  had  increasing  medical  problems  for  25  years, 
and  I've  spent  about  6 years  in  17  different  hospitals,  4 nursing  homes, 
and  a foster  home. 
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In  the  interest  of  brevity,  I will  confine  myself  to  brief  comments  on 
the  single  subject  of  adequate  living  arrangements.  Like  me,  many 
arthritics  suffer  from  multiple  medical  problems  which  are  aggravated  by 
legal,  financial,  vocational,  and  social  complications  and  injustices. 
Sympathy  may  be  nice,  but  what  we  need  is  help. 

Although  it  need  not  negate  all  ability  and  interest  in  living, 
arthritis  is  a remarkable  detriment  in  a society  geared  to  a high  degree 
of  mobility.  It  is  important  to  recognize  that  this  condition  is  of  a 
progressive  nature,  involving  illness  as  well  as  mechanical  handicaps,  and 
requiring  varying  degrees  of  custodial-type  assistance.  It  is  important 
to  note  that  many  who  would  not  be  indigent  if  healthy  become  so  due  to 
astronomical  medically  oriented  expenses. 

My  own  diligent,  desperate  searches  for  a good  nursing  home  situation 
for  my  mother  and  me,  and  later  for  friends,  proved  fruitless.  I have 
reasons  to  believe  that  my  mother's  death  in  a nursing  home  was  hastened 
by  their  lack  of  proper  care  of  her.  Recognition  of  neglect  in  my  own 
case  was  proven  by  my  receipt  of  a $2,000  legal  settlement  from  one 
nursing  home. 

Although  still  plagued  by  financial  problems,  I have  been  rescued  from 
literally  a fate  worse  than  death  or  prison.  My  present  landladies,  good- 
natured,  capable  sisters,  provide  personalized,  experienced  care  in  their 
charming  home.  They  provide  more  services,  facilities,  and  safety,  at  a 
lower  cost,  than  I received  in  nursing  homes. 

In  spite  of  the  fact  that  it  is  now  generally  agreed  that  children  and 
former  psychiatric  patients  should  be  in  foster  homes;  and  ex-convicts  and 
addicts  need  "half-way  houses"  rather  than  institutions;  those  who, 
through  no  lack  of  good  will,  are  physically  impaired  due  to  illness  are 
dumped  in  warehouse-like  institutions.  In  spite  of  their  sometimes  slick, 
superficial  appearances,  nursing  homes  are  generally  grim  "holding  tanks" 
for  the  mortuaries.  Those  who  need  assistance  for  custodial  care  have 
little  choice  but  to  accept  dehumanizing  incarceration.  Present  programs 
and  regulations  constitute  official  support  (through  Medicaid,  Medicare, 
VA  payments,  and  health  department  rules)  of  a nursing  home  monopoly  - a 
veritable  government- sponsored  private  profit  cartel! 

The  option  of  choosing  home  care  or  foster  home  care  could  provide  a 
more  tolerable  alternative  for  the  patients  and  the  competition  necessary 
to  make  the  nursing  homes  institute  long  overdue  improvements  and  possibly 
actually  function  as  real  nursing  facilities,  and  possibly  even  provide  a 
monetary  saving.  Paying  financial  assistance  directly  to  the  patient  or  a 
guardian  would  probably  be  a better  system. 

Currently,  in  this  area,  besides  paying  for  extras,  like  ambulance 
trips  to  clinics,  laundry,  et  cetera,  the  government  pays  $600  per  month 
for  a "skilled  care"  nursing  home  patient,  but  only  $150  monthly  for 
foster  home  care.  A State  supplement  is  not,  in  practical  fact, 
available.  Also,  considerable  argument  was  necessary  to  counteract  the 
Health  Department's  attempt  to  prevent  me  from  living  in  a foster  home, 
which  is  heaven'  compared  to  the  purgatory  of  nursing  homes.  I am  told 
that  the  Florida  Nursing  Code  regulations  do  not  allow  a nonambulatory 
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person  to  live  in  a private  home  unless  perhaps  it  is  his  own  or  that  of  a 
family  member.  That  amounts  to  a law  making  institutional  imprisonment 
mandatory  for  the  offense  of  being  crippled. 

I'd  like  to  send  copies  of  a list  of  my  problems  and  suggestions  to 
all  Federal  and  State  representatives  from  this  area,  but  I can't  afford 
to  do  that.  This  Commission  might  use  its  influence  in  appropriate  places 
to  effect  changes  regarding  the  problem  I have  discussed  and  others  which 
I have  submitted  in  written  form.  I sincerely  hope  you'll  consider  the 
letter  and  papers  I will  submit  to  illustrate  additional  ineguities  and 
problems,  and  some  of  my  thoughts  on  research,  prosthetic  devices,  and  the 
management  of  information  and  assistance. 

I would  like  to  express  my  thanks  and  good  wishes  for  constructive 
achievement  to  this  Commission. 

POLLEY:  Thank  you  very  much.  We  appreciate  that.  That's  what  we're 
here  for. 

Mr.  McKeone? 


TESTIMONY  OF 
JAMES  F.  MCKEONE 

STATE  DIRECTOR,  LOYAI  ORDER  OF  MOOSE 

MCKEONE:  Mr.  Chairman,  members  of  the  committee:  My  purpose  in  being 
here  is  to  assist  the  Arthritis  Foundation  in  a most  worthy  cause.  For 
the  past  35  years  I have  been  part  of  the  fraternal  work  of  the  Loyal 
Order  of  Moose.  As  many  of  you  know,  we  maintain  a City  of  Children  at 
Mooseheart,  Illinois,  and  a city  of  contentment  for  the  aged  members  of 
the  fraternity  at  Moosehaven,  Orange  Park,  Florida. 

Part  of  our  overall  program  is  to  make  it  a better  way  of  life,  and 
what  better  way  than  to  assist  such  programs  as  the  Arthritis  Foundation. 
The  Moose  have  some  47,000  or  48,000  members  in  the  State  of  Florida;  of 
this  number,  approximately  four  percent  are  affected  with  this  disease. 
The  best  examples  are  myself  and  my  sister,  and  other  close  friends. 

Our  lodges  in  Florida  have  reached,  as  a joint  effort,  some  $8,000  at 
our  recent  convention,  and  many  of  our  lodges  at  various  times  during  the 
year,  each  in  their  own  way,  raise  additional  funds.  Why?  Because  as  a 
fraternal  group  we  understand  the  need  to  encourage  assistance  in  this 
all-important  program.  The  cost  for  research  for  a cure  or  help  is  much 
greater  today  due  to  inflation  and  the  need  to  conquer  this  most  painful 
disease. 

We  urge  this  committee  to  consider  the  millions  of  Americans  who 
suffer  from  arthritis;  to  understand  thei immediate  need  to  help  relieve 
the  problem.  We  also  urge  this  committee  to  recommend  to  the  President  of 
the  United  States  and  Congress  the  necessary  funds  available  to  those 
learned  men  of  medicine  and  our  research  teams  to  help  in  bringing  to  a 
successful  conclusion  some  relief  rather  than  a lifetime  of  misery. 
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As  we  go  about  our  daily  work,  we  find  so  many  in  our  lodges  unable  to 
carry  on  their  everyday  work  due  to  this  disease  that  affects  so  many; 
some  in  constant  pain;  others,  and  all  too  many,  finding  each  day  some 
different  part  of  their  body  affected. 

With  more  than  500  in  attendance  at  our  convention  session,  it  was 
most  touching  to  see  the  cheer  and  smile  of  the  young  Poster  Girl  for  this 
year;  tears  in  a multitude  of  eyes  for  such’ a young  girl  affected  with  one 
of  the  rare  types  of  arthritis,  and  a cure  not  yet  known  to  man.  Why? 
Because  we,  in  the  greatest  country  in  the  world  with  almost  every 
convenience  tc  man,  have  not  made  available  the  necessary  funds  to  conquer 
this  dreaded  and  painful  disease. 

Certainly,  the  millions  affected  are  willing  to  do  their  share.  The 
family  and  loved  ones  also  ready  and  willing  to  assist  are  not  enough. 
They  need  - yes,  we  all  need  - the  help  and  assistance  to  carry  on  the 
research  for  a cure  with  government  assistance  because  this  is  not  just  an 
individual  problem;  it  is  but  one  for  a great  nation. 

As  we  move  into  our  Bicentennial  year  of  1976,  why  not  set  as  our  goal 
for  the  year  to  find  a cure;  to  make  it  available  to  the  millions  affected 
so  the  men,  women,  and  children  will  not  have  to  suffer  for  another  200 
years?  Each  of  us  can  rededicate  our  every  effort  to  the  relief  of  the 
arthritic  affected  today,  tomorrow,  and  the  years  ahead.  We  can  ask 
ourselves,  "What  have  we  done  to  help?"  We  will  be  satisfied  if  in  our 
lifetime  a cure  has  been  fcund. 

We,  of  the  Loyal  Order  of  Moose,  and  our  members  urge  this  Committee - 
to  do  everything  possible  to  assist  in  this  all-important  program.  After 
hearing  the  previous  testimony,  it  touches  me  personally,  and  I'm  sure  it 
will  affect  the  members  of  the  Loyal  Order  of  Moose  to  do  more  than  ever 
before  to  assist  in  the- Foundation  work  here  in  the  State  of  Florida. 

POLLEY:  Thank  you  very  much. 

Does  any  member  of  the  panel  have  some  comments  or  questions  to  the 
current  witnesses?  If  not,  we  thank  you  very  much,  and  we  appreciate  it. 

We'll  call  the  next  group  of  witnesses;  Frances  Dicker,  Dr.  Sidney 
Berkowitz,  Dr.  Richard  Panush,  Barbara  Bradford,  and  Ruth  Jacobs.  Frances 
Dicker? 

DICKER:  Yes. 

POLLEY:  Go  right  ahead. 
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SUBMITTED  STATEMENT  OF 
FRANCES  R.  DICKER,  PATIENT 
BOARD  OF  DIRECTORS,  WEST  PALM  BEACH  ARTHRITIC  UNIT 
STATE  BOARD  OF  DIRECTORS,  FLORIDA  CHAPTER,  ARTHRITIS  FOUNDATION 

Research,  funded  largely  by  the  National  Arthritis  Foundation,  is 
responsible  for  the  advances  in  knowledge  and  new  methods  of  treatment  and 
drugs  for  the  rheumatoid  diseases.  The  patient  does  not  care  about  the 
causes  of  the  disease;  only  the  researcher  is  concerned  about  that.  The 
patient  is  only  concerned  about  the  drugs  that  are  used,  their  side 
effects,  and  the  results  of  the  treatment,  if  any.  You  may  be  damned  if 
you  take  the  steroids,  gold  shots,  indomethacin,  Butazolidin,  Plaquenil, 
aspirin,  etc.,  and  with  the  very  serious  forms  of  the  disease,  you  are 
certainly  doomed  if  you  don't. 

Intensive  research  is  the  only  answer,  with  the  hope  that  new  drugs 
can  be  found  that  are  less  dangerous  than  the  ones  presently  in  use  and 
more  effective.  The  primary  needs  continue  to  be  twofold:  the  aims  of  the 
Arthritis  Commission,  which  are  research,  and  the  education  and  training 
of  more  doctors  in  rheumatology.  Government  funds,  our  taxes,  must  be 
used  constructively  without  the  red  tape  and  bureaucracy  involved  in 
Federal  funding  for  both  purposes. 

The  State  of  Florida  has  at  least  1 million  arthritics.  As  people 
live  longer  now,  the  geriatric  diseases  will  require  more  time  and 
attention,  and  the  number  of  arthritics  will  grow  proportionately.  Who  is 

going  to  take  care  of  them?  Government  funds  can  pay  for  the  education  of 

doctors  who,  in  turn,  will  be  obligated  to  specialize  in  the  field  of 
rheumatology.  In  return  for  the  primary  education,  there  will  be  a four- 
year  obligation  to  the  Government  in  the  field  of  teaching  or  the  practice 

of  rheumatology  in  federally  sponsored  clinics  in  areas  where  there  are  no 

such  facilities  available. 

The  medical  costs  for  the  more  serious  forms  of  the  rheumatoid 
diseases  are  exorbitant.  The  laboratory  work  is  expensive  and  constant. 
The  drug  costs  are  high.  People  on  modest  retirement  incomes  and  Medicare 
are  priced  right  out  of  the  medical  market.  Transportation  costs  are 
high,  and  the  disabled  person  can  rarely  ride  on  public  transportation. 
The  costs  of  taxis  are  prohibitive.  What  happens  with  the  people  who  are 
on  disability,  welfare,  and  the  medically  indigent? 

I am  not  personally  in  favor  of  a national  health  program,  but 
something  must  be  worked  cut  to  reach  the  thousands  and  thousands  of 
arthritics  that  get  no  care  at  all.  Too  many  doctors  are  not  sufficiently 
knowledgeable  in  the  latest  methods  of  management  of  the  disease,  and  they 
will  not  refer  their  patients  to  another  doctor.  No  businessman  (and  the 
doctors  are  businessmen)  wants  to  lose  a customer.  Perhaps  the  doctors 
should  be  tested  and  relicensed  to  practice  every  10  years  to  assure  their 
competency . 

The  curriculum  of  the  medical  schools  should  be  reviewed  and  more 
emphasis  placed  on  the  arthritic  diseases.  Possibly  the  Government  will 
have  to  fund  chairs  in  rheumatology  in  medical  schools  and  teaching 
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hospitals.  Rheumatology  should  be  considered  a special  service  in  the 
internship  program,  the  same  as  obstetrics  and  pediatrics. 

Our  tax  money,  from  the  Federal  level  down  to  the  county  and  city,  is 
spent  on  taking  care  of  people  on  welfare,  Medicaid,  and  disability. 
Spend  it  in  better  ways  to  keep  them  healthy  and  productive.  Bring  the 
costs  of  such  medical  care  down  in  proportion  to  the  lower  income 
bracket's  ability  to  pay.  Free  drugs,  if  necessary. 


TESTIMONY  OF 
FRANCES  R.  DICKER 

DICKER:  Ladies  and  gentlemen:  I'm  Frances  Dicker,  from  West  Palm 

Beach.  I'm  a member  of  the  Board  of  Directors  of  the  Arthritic  Unit  in 
West  Palm  Beach,  and  a member  of  the  State  Board  of  Directors,  Florida 
Chapter. 

I'm  in  sympathy  with  everything  that  everyone  has  said;  there's  no 
question.  I've  been  through  it.  I have  rheumatoid  arthritis,  and  I've 
used  up  five  or  six  doctors  already,  and  I'm  still  looking  for  a good  one 
and  all  the  medicines  that  they  give.  I'm  sure  I was  a latent  case  for 
many,  many  years,  in  reviewing  my  medical  history.  But  it  didn't  pop  out 
until  I was  52,  and  I was  just  totally  destroyed  by  the  age  of  53. 

I had  cheap  surgery;  it  only  cost  me  $4,000  in  Washington.  I got  into 
a cheap  hospital.  But  I had  the  finest  surgeon  and  rheumatologist  in  the 
District  of  Columbia.  I had  a good  one  in  Ithaca,  New  York.  I've  had  a 
fine  one  in  Israel,  Dr.  Yahron,  who  is  well  known.  I've  had  two  excellent 
doctors  in  West  Palm  Beach,  and  nothing  contained  this  disease  until  I got 
onto  Cytoxan.  I would  have  taken  it  three  years  prior  to  knowing  about 
it,  but  the  doctors  wouldn't  let  me  have  it;  they  were  afraid  of  the  side 
effects . 

I feel,  as  a patient,  I should  have  had  the  choice  of  my  type  of 
treatment.  I was  alone.  My  son  is  grown.  I had  no  one  that  needed  me  in 
that  respect.  Let  me  choose  how  I wish  to  live,  whether  I'm  going  to  be 
an  invalid  in  a wheelchair  and  lie  in  bed,  or  have  a chance  to  get  well, 
or  at  least  be  mobile  again. 

Now  I wasn 't  going  to  go  into  the  cost  of  medical  expenses,  but  the 
average  person  today,  on  a modest  retirement  income  and  Medicare,  which 
doesn't  pay  anything  towards  your  medical  bills  when  you  are  a serious 
arthritic  or  rheumatoid  - I spend  two  to  three  thousand  dollars  a year  on 
medical  care.  The  person  with  a modest  retirement  income  cannot  pay  that 
kind  of  money,  and  Medicare  doesn't  give  it  back  to  you  in  any  way.  I 
spend  $500  a year  on  insurance,  $200  of  which  is  the  medigal  part  of 
Medicare,  and  $100  for  supplemental  benefits,  and  I will  get  back  maybe 
$450.  My  drug  bill  runs  $500  to  $600  a year.  I have  had  already  31 
visits  to  the  doctor  this  year,  a variety  of  doctors,  and  I have  two  more 
to  go  if  nothing  else  happens  to  me.  Eight  hundred  to  $1,000  in  medical 
bills. 
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Insurance  costs  me,  drugs  cost  $500  to  $600,  and  I haven't  touched  on 
transportation.  I cannot  move  without  a car  or  a taxi.  I drive  500  miles 
a year  to  the  doctor.  On  a taxi,  that  would  be  $500.  I can't  carry 
packages.  I can't  stand  up  in  a bus,  and  there's  no  public  transportation 
anyway  for  the  seriously  affected  rheumatoid  or  anybody.  Because  our 
median  income  is  12  to  14  thousand  per  a family  of  four,  how  many  people 
can  spend  that  kind  of  money  for  good  medical  care,  and  I have  the  best. 

I'm  concerned  about  detection  and  finding  it,  and  the  people  that 
can't  pay  for  the  medical  care,  the  medically  indigent,  those  on 
disability  and  welfare;  they  can't  have  it.  Where  I live,  no  doctor  takes 
an  insurance  assignment.  You've  got  to  have  the  money  when  you  walk  in 
that  doctor's  office.  And  if  you  call  up  and  ask  the  cost  of  the  first 
examination,  and  you  are  told  the  physical  is  going  to  run  from  $150  to 
$250,  they  call  the  Arthritic  office  back;  "What  do  I do?  I haven't  got 
it."  I know  what  goes  on.  I'm  in  that  Arthritic  office  all  the  time. 

What  do  you  do  with  people  like  that?  Medicaid  can  only  pay  so  much, 
and  $20  a month  for  drugs.  One  bottle  of  pills  that  I take,  Cytoxan, 
costs  $20  a month.  That  doesn't  cover  my  drugs.  I take  6,000  Ascriptin  a 
year.  I've  counted  them  up.  My  glasses  are  changed  every  year  because  of 
the  drugs,  and  I have  three  pair  of  glasses  that  have  to  be  changed.  I 
now  have  dry  eyes;  this  is  another  complication. 

I'm  not  talking  about  me,  most  of  my  life  is  over.  I'm  worried  about 
the  young  people,  like  Carole,  and  the  rest  of  them.  If  the  Government 
will  pay  for  a doctor's  education,  who  will  agree  to  go  into  the 
speciality  of  rheumatology,  he  will  then  owe  us  four  to  five  years  in  a 
clinic  to  pay  us  back  for  his  education.  One  doctor,  with  five  or  six 
paramedics  and  a good  technician,  can  take  care  of  a tremendous  number  of 
people  because  80  percent  of  the  care  is  routine,  but  you've  got  to  be 
there  for  the  blood  tests,  you've  got  to  be  checked  for  a variety  of 
things  that  a good  semiprofessional  person  can  handle;  the  doctor  can  take 
the  serious  part. 

With  the  clinic  we  can  have  mobile  units  going  out  that  have  labs  in 
them  and  ambulatory  space,  to  bring  in  that  person  from  60  miles  away 
where  you  can't  send  an  ambulance  to  get  them,  and  they  can't  pay  for  it 
even  if  you  can  send  the  ambulance.  Cur  mobile  clinics  can  do  testing 
oriented  to  the  women  because  they  are  the  ones  with  75  percent  of  the 
tension  headaches,  and  that's  all  a part  of  the  problem.  I ran  a 
business;  I had  them  for  years.  Plus  the  high  white  count,  and  the  pains 
here  (indicating) , and  a few  aches  and  pains.  But  I ran  a business;  I 
worked.  I didn't  pay  any  attention  to  what  was  wrong  with  me.  Had  the 
doctors  been  better  trained  and  coordinated,  this  high  white  count,  and 
the  sedimentation  level,  and  the  lame  wrist,  which  we  thought  was 
occupational,  and  a few  other  things,  maybe  somebody  would  have  said, 
"She's  going  to  have  rheumatoid  arthritis."  She's  been  allergic  since  she 
was  born.  She  didn't  have  treatment  for  allergies  till  she  was  19  years 
old,  and  she  had  the  best  there  was  with  Dr.  Gay  from  Hopkins.  Nobody 
coordinated  those  things. 

Let's  start  our  testing  through  the  Public  Health  Service  with 
whatever  can  be  done  in  that  we  have  only  110  medical  schools,  and  they 
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take  in  less  than  15,000  students  a year  for  a population  of  220  million 
people;  that  means  one  medical  student  for  15,000  people.  Not  all  of  them 
practice.  Not  all  of  them  are  going  to  be  rheumatologists. 

We,  in  our  area,  are  doing  a terrific  job  now  in  education  with  our 
medical  forums,  and  the  interest  we  have  created  in  arthritis  is  very 
rewarding.  But  it's  hard  work.  We  don't  mind  doing  it  when  we  see  the 
results  of  the  demands  for  more  and  more  forums.  But  we  need  to  reach  the 
women.  They  are  the  ones  that  have  the  worst  forms  and  the  most  of  them. 

PCLLEY:  Thank  you  very  much.  We  appreciate  it. 

ENGLEMAN:  Before  we  proceed  to  hear  the  remaining  witnesses  at  the 
table,  I'm  going  to  ask  Ms.  Phyllis  Dye  to  be  wheeled  down.  Is  Ms.  Dye 
here? 

DYE:  I'm  here. 

ENGLEMAN:  Oh,  good.  May  we  hear  from  you  at  this  time? 


TESTIMONY  OF 

GERALDINE  PAYMENT,  PATIENT,  AND  PHYLLIS  DYE 
PRESENTED  BY  PHYLLIS  DYE 
TAMPA,  FLORIDA 

RAYMENT:  I do  not  have  rheumatoid  arthritis,  but  I have  a friend  who, 

for  32  or  her  49  years,  has  had  this  disease.  During  this  time  she  has 
never  had  a remission,  and  has  experienced  constant,  continuous  pain, 
increasing  deformity,  and  finally  total  disability.  Her  diagnosis  is  "a 
severe,  advanced  case  of  rheumatoid  arthritis." 

ENGLEMAN:  Excuse  me,  is  this  Mrs.  Rayment  that  you're  talking  about? 

DYE:  Yes,  that's  who  I'm  talking  about. 

ENGLEMAN:  Is  she  here? 

DYE:  She's  in  the  back. 

ENGLEMAN:  Oh,  yes.  Fine.  Should  we  have  her  wheeled  down,  or  is  that 
necessary? 

DYE:  NO. 

ENGLEMAN:  Okay.  Very  good. 

Thirty-two  years  ago  the  first  doctor  told  her  to  throw  away  her 
shoes;  she  would  never  walk  again.  However,  she  did  not  stop  walking 
until  eight  years  ago.  During  those  24  years  of  painful  mobility  she 
obtained  her  college  degree;  later,  her  master's  degree;  and  in  time,  an 
excellent  job.  But  she  was  allowed  only  12  really  productive  years  of 
employment  as  the  disease  finally  made  a normal  existence  impossible. 


4-82 


St.  Petersburg,  Florida 


December  8,  1975 


I have  known  her  the  past  13  years,  and  these  have  been  perhaps  the 
most  difficult  and  frustrating  for  it  has  meant  the  gradual  loss  of  her 
ability  to  be  independent.  Everything  that  has  been  accomplished  has  been 
at  great  cost,  financial  and  emotional,  and  all  on  her  own.  After 
attempts  to  get  good  medical  care  locally  failed,  we  wrote  to  the  National 
Arthritis  Foundation  in  an  effort  to  learn  the  location,  countrywide,  of 
major  arthritis  clinics  and,  also,  where  reconstructive  surgery  was  being 
done.  In  reply,  we  received  a brochure  describing  the  various  types  of 
arthritis  and  a letter  advising  her  to  see  her  local  doctor.  We  then 
wrote  to  doctors  whose  names  we  obtained  from  J.A.M.A. , some  of  whom 
replied  with  most  helpful  advice.  Other  helpful  sources  concerning  drugs 
were  NIH  and  the  AMA  Drug  Council. 

As  an  example  of  how  difficult  it  is  for  a patient  to  obtain 
information,  two  years  ago  she  spent  $49  ordering  through  the  local 
library  copies  of  material  concerning  total  knee  prostheses,  which  had 
been  published  following  an  orthopedic  conference.  It  should  have  been 
possible  to  obtain  this  information  from  a local  doctor. 

Another  example  pertained  to  the  problem  faced  in  being  unable  to  get 
out  of  bed  other  than  by  being  physically  lifted.  A portable  Hoyer 
patient  lift  was  found  in  a local  equipment  rental  company..  This  made  it 
possible  to  move  her  anywhere.  We  were  surprised  to  find  that  many 
doctors,  even  orthopedic  ones,  had  not  seen  this  piece  of  equipment.  With 
the  Hoyer  lift  we  were  then  able,  again  on  our  own,  to  begin  traveling  the 
eastern  seaboard,  consulting  with  various  physicians. 

On  the  whole,  her  medical  care  has  been  deplorable.  Only  one  time  has 
an  internist  recommended  physical  therapy.  In  32  years  she  has  seen  34 
different  doctors,  internists,  orthopedic  surgeons,  and  so-called 
rheumatologists.  One  rheumatologist  cculd  not  stand  the  sound  of  crepitus 
in  her  knees;  another  did  not  believe  in  surgery,  even  for  the  gangrene 
present  in  a toe;  a third  felt  doing  anything  for  her  was  like  "beating  a 
dead  horse."  "Be  glad,"  he  said,  "that  your  elbow  froze  at  a right-angle 
position,"  even  though  it  meant  she  could  not  feed  herself.  But  finally, 
one  said,  four  years  ago,  "You  are  a challenge";  and,  thanks  to  this 
wonderful  surgeon,  she  is  now  attempting  to  walk  again.  And,  as  an  aside, 
through  his  surgery  her  elbow  is  again  usable. 

Of  the  internists,  only  three  have  taken  a positive  interest  in  her 
and  in  being  careful  in  their  total  medical  program.  She  had  had  all  the 
drugs  known  to  relieve  the  inflammatory  process,  including,  of  course,  the 
steroids  which  caused  tragic  and  almost  fatal  results  through  incompetent 
handling. 

The  list  is  endless  of  things  done  all  on  our  own  because  help  and 
advice  was  unavailable  or  inaccessible.  The  foregoing  is,  of  necessity,  a 
greatly  reduced  summary  of  her  32  years  of  living  with  the  disease,  and  is 
to  lead  into  some  suggestions  we  have  to  offer: 

First,  a compilation  of  information  should  be  available  to  the 
patient,  on  request,  concerning  centers  around  the  country  specializing  in 
the  treatment  of  the  various  types  of  arthritis.  These  centers  should 
provide  a diagnosis  as  to  what  an  individual  patient  needs  in  terms  of 
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medical  care,  druqs,  physical  therapy,  reconstructive  surgery,  and 
counseling  with  the  patient  and  those  directly  concerned  with  the 
patient's  care. 

Second,  a list  should  be  available  cf  orthopedic  surgeons  and  their 
specialties  relating  to  reconstructive  surgery.  Along  with  this  should  be 
information  on  the  various  prosthetic  devices  available  and  their  pros  and 
cons,  to  help  patients  make  up  their  minds  about  such  surgery. 

Third,  investigation  should  be  made  into  the  excessive  and  sometimes 
prohibitive  cost  of  needed  equipment.  A standard  wheelchair  is  not  a 
luxury,  though  in  price  it  would  appear  to  be  so.  Exercise  equipment, 
such  as  arm  and  leg  weights  for  strengthening  muscles  start  at  $8  a pair. 
Some  types  of  simple  equipment  for  strengthening  muscles  can  be  made  at 
home  or  by  volunteer  groups. 

Fouth,  there  is  a need  for  a "seek  out"  program  to  locate  those 
arthritics  unable  to  shop  for  food,  prepare  meals,  or  to  reach  needed 
medical  care. 

Fifth,  the  Arthritis  Foundation  could  make  arrangements  for  an 
exercise  pool  to  be  available  in  the  community  for  arthritics,  and  provide 
volunteer  attendants  to  render  necessary  assistance.  Perhaps  an 
arrangement  could  be  made  with  a local  health  spa  to  use  their  pool  two 
hours  each  week.  Pool-side  lifters  are  available  for  those  unable  to 
manage  steps,  and  can  be  easily  stored  when  not  in  use. 

, Sixth,  the  National  Arthritis  Foundation,  or  a similar  organization, 
should  be  more  active  in  creating  a better  awareness  of  the  problems  of 
arthritics.  Various  daily  problems  encountered  could  be  presented 
realistically. 

Seventh,  action  should  be  taken  to  see  that  misleading  advertising, 
referring  to  arthritis  as  a "minor  pain,"  be  reworded,  as  the  implication 
could  * easily  be  gotten  that  arthritis  really  is  a minor  pain  and  a minor 
disease . 

Eighth , and  finally,  the  greatest  help  and  ally  for  the  patient  should 
be  the  individual  physician,  who  often  is  not  of  intelligent  assistance  to 
the  patient.  He  frequently  shows  indifference,  pessimism,  or,  even  worse, 
a false  cheeriness  about  the  patient's  condition.  A patient  wants  honesty 
about  his  treatment,  understanding  of  the  program  of  drugs  and/or  surgery, 
and  compassionate  awareness  of  the  physical  and  emotional  problems  being 
faced. 

In  conclusion,  may  I add  that,  hopefully,  through  research  the  cause 
and  cure  will  be  found  so  that  in  the  years  ahead  this  world  of  pain  and 
suffering  will  nc  longer  exist,  and  persons  with  arthritis  can  begin  to 
remember  not  the  last  time  pain  prohibited  some  act  or  motion,  but  the 
first  time  a lost  motion  was  restored.  Thank  you. 

ENGLEMAN:  Thank  you,  Mrs.  Dye.  And  thank  you,  Mrs.  Rayment,  for  being 
so  patient  and  staying  with  us  this  morning. 
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Dr.  Sidney  Berkowitz. 


TESTIMONY  OF 

SIDNEY  S.  BERKOWITZ,  M.D.,  F.A.C.P. 

RHEUMATOLOGIST 
TAMPA,  FLORIDA 

BERKOWITZ:  I'm  Dr.  Sidney  Berkowitz,  of  Tampa,  Florida,  a recently 

transplanted  rheumatologist  from  New  York  City,  where  I practiced 
rheumatology  for  over  30  years  as  Chief  of  the  Arthritis  Department  at  the 
Hospital  for  Joint  Diseases  and  Medical  Center.  My  concern  is  patient 
care . 


By  the  time  these  hearings  have  been  completed,  we  will  all  be  aware 
of  the  tremendous  toll  that  arthritis,  the  number  one  crippling  scourge, 
takes  from  our  country.  In  the  United  States,  over  20  million  people 
suffer  from  arthritis  and  related  diseases.  Astonishingly,  60  percent,  or 
over  12  million,  are  not  receiving  medical  care;  and  of  those',  only 
600,000  are  being  treated  by  rheumatologists  or  specialists  who  are 
trained  in  the  diagnosis  and  treatment  of  rheumatic  diseases.  Much  of  the 
consequences  of  these  diseases,  the  suffering  and  crippling  disabilities 
that  follow  them,  might  be  prevented  with  expert  professional  care. 

Important  advances  are  being  made  by  the  investigators  and  researchers 
in  this  field.  Their  continued  efforts  to  expand  our  knowledge  must  be 
uninterrupted  and  encouraged.  The  social  and  economic  problems  associated 
with  these  musculoskeletal  diseases  are  profound  and  disrupting.  These, 
too,  must  be  met  and  aided  in  any  way  possible.  But  the  greatest  problem 
that  must  be  faced  is  the  need  to  make  effective  medical  care  available  to 
the  arthritic  patient.  There  is  today  enough  medical  knowledge  to  be  able 
to  curb  the  ravages  of  these  diseases,  and  to  prevent  many  of  their 
crippling  and,  disabling  consequences.  Unfortunately,  a very  small  number 
of  these  patients  actually  are  seen  and  treated  by  doctors  who  might  be 
able  to  help  them. 

On  the  west  coast  of  Florida  there  are  15  counties,  with  a total 
approximate  population  of  over  2 million  people.  In  this  area  there  are 
listed  only  about  20  trained  rheumatologists,  and  there  is  but  one  lone, 
valiant  arthritis  clinic  situated  in  St.  Petersburg,  which,  unfortunately, 
is  able  to  function  just  one  day  a month,  in  spite  of  the  efforts  of  the 
three  rheumatologists  who  man  it.  This  arthritis  clinic  is  obviously 
woefully  inadequate  to  care  for  the  needy  arthritics  in  a city  of  225,000 
population . 

Hillsborough  County,  across  the  bay,  which  includes  the  city  of  Tampa, 
has  a population  of  632,500,  with  an  estimated  88,000  arthritics.  There 
is  NO  rheumatology  clinic  in  all  of  Hillsborough  County.  One  must  realize 
this  crying  need  to  supply  knowledgeable  medical  care  to  these  victims  of 
arthritis,  especially  tc  the  vast  number  who  do  not  have  the  means  to  pay 
for  private  care.  This  dire  need  is  so  great  the  Hillsborough  County 
Hospital  is  striving  to  establish  a musculoskeletal  disease  clinic  in 
order  to  help  fill  this  deep  void.  The  indigent,  the  unemployed,  and  the 
crippled  arthritics  must  be  cared  for.  Where  shall  they  go?  Where  can 
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they  go?  We  who  are  involved  with  the  care  of  people  with  rheumatic 
diseases  are  deeply  concerned.  There  are  many  large  areas  in  this  county 
where  there  are  very  few  or  no  facilities  to  care  for  these  patients. 
Many  of  them  are  getting  inadequate  care.  They  needlessly  suffer,  and 
become  crippled,  wasted,  unproductive  human  beings.  My  plea,  therefore, 
is: 

(1)  To  recognize  the  undeniable  need  for  adequate  arthritis  clinics 
throughout  the  country. 

(2)  The  necessity  for  funding  the  establishment  and  manning  of  these 
clinics . 

There  is  no  question  about  the  urgent  need  for  research,  for 
transportation,  and  economic  assistance  to  those  afflicted  with  rheumatic 
disorders,  and  for  trained  medical  and  paramedical  personnel.  It  is, 
however,  essential  for  us  to  be  able  to  deliver  adequate,  competent 
professional  care  and  knowledge  directly  to  the  rheumatic  disease 
sufferers . 

To  what  avail  is  all  the  knowledge  we  now  have  or  will  eventually 
acquire  about  these  diseases  if  we  are  unable  to  make  available  the 
facilities  to  directly  diagnose,  treat,  and  help  these  unfortunate  people? 

Thank  you. 

ENGLEMAN:  Thank  you.  Dr.  Eerkowitz. 

Dr.  Richard  Panush? 


TESTIMONY  OF 

RICHARD  S.  PANUSH,  M.D.,  F.A. C. P. 

CHIEF,  CLINICAL  IMMUNOLOGY,  VETERANS'  HOSPITAL 
PROFESSOR  OF  MEDICINE,  UNIVERSITY  OF  FLORIDA  COLLEGE  OF  MEDICINE 

PANUSH:  Dr.  Engleman,  ladies,  and  gentlemen:  Arthritis  research  must 

be  enthusiastically  encouraged  and  supported.  It  is  only  through 
increased  understanding  of  these  diseases  that  we  can  hope  to  design 
effective  treatments.  As  this  distinguished  panel  is  well  aware,  chronic 
rheumatic  diseases  afflict  at  least  20  million  Americans,  with  resultant 
enormous  social  and  economic  impact.  These  illnesses,  at  this  time,  are 
usually  treated  symptomatically,  are  rarely  ''cured,"  persist,  lead  to 
disability,  and  are  often  regarded  hopeless.  Perhaps  it  is  because  they 
are  slowly  crippling  rather  than  dramatically  killing  that  they  we  not 

generated  greater  general  interest.  Recent  estimates  indi  ted  that 
research  spending  on  other  important  medical  problems,  in  term^  or  dollars 
per  patient  per  year,  has  been  as  much  as  100  times  greater  than  that  for 
rheumatic  diseases.  This  neglect  of  arthritis  research  is  regrettable 
because  progress  has  been  slowed.  Arthritis  need  not  be  hopeless. 

Our  current  understandings  of  the  pathogenesis  of  most  rheumatic 
diseases  are  incomplete,  and  therefore  approaches  to  treatment  of  patients 
are  limited.  Clinical  research  is  needed  in  several  areas: 
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(1) 

Further  studies  on  the  natural  history  of  treated  and  untreated 
rheumatic  diseases. 

(2) 

Establishment  and  testing  of  diagnostic  criteria  for  many 

rheumatic  diseases. 

(3) 

Careful  evaluation  and  comparison  of  possible  benefits  of  a 
variety  of  old  and  new  pharmacclcgic  therapies. 

(4) 

Development  and  refinement  of  surgical  approaches,  both 

palliative  operations  and  utilization  of  prostheses. 

(5) 

Evaluation  of  benefits  of  operative  interventions. 

(6) 

Development  of  innovative  health  care  delivery  and  rehabilitation 
programs  for  certain  patients,  to  name  but  a few  general  areas. 

I believe,  however,  that  more  basic  research  will  also  be  necessary. 
Only  this  will  provide  the  groundwork  for  further  significant  advances  in 
understanding  disease  mechanisms.  This  understanding  is  the  first  step  in 
achieving  rational  and  effective  treatments.  I would  emphasize  the 
following  areas: 


(1) 

Biomechanics  of  joints  and  designing  prostheses. 

(2) 

Joint  transplantation. 

(3) 

Searches  for  etiologic  infectious  agents. 

(4) 

Clarification  of  possible  genetic  influences  and  their 

relationship  to  disease  susceptibility  and  immunologic  responses. 

(5) 

Delineation  of  events  occurring  once  an  inflammatory  response  is 
initiated . 

(6) 

Intensive  study  cf  independent  and  interdependent  humoral  and 
cellular  immunological  events  occurring  in  the  inflammatory 
response,  and  their  possible  relationship  to  possible 
environmental  and  genetic  factors. 

(7) 

Elucidation  of  biochemical  processes  important  in  joint 

destruction. 

(8) 

Careful  characterization  of  the  effects  of  available 

pharmacologic  agents  on  these  biological  systems. 

(9) 

Development  of  therapies  designed  to  modulate  specific 
immunologic  or  biochemical  abnormalities.  For  example,  we  and 
others  are  trvina  to  study  in  vitro  models  of  rheumatoid 
inflammation.  We  believe  that  manipulations  of  these  systems 
will  yield  important  clues  towards  treating  patients. 

TO 

reemphasize  my  points:  Rheumatic  diseases  represent  major  medical 

and  social  problems.  Appreciation  of  their  pathogenesis  is  incomplete. 


4-87 


St.  Petersburg,  Florida 


December  8,  1975 


Much  basic  work  is  needed  to  illuminate  mechanisms  of  disease.  Greater 
understanding  will  eventuate  in  development  of  effective  treatments.  It 
must  be  recognized  that  arthritis  research  can  indeed  solve  vital  health 
problems  in  this  country  and  have  wide  application  to  many  other  areas  of 
medicine,  such  as  transplantation  and  cancer  immunology.  Arthritis 
research  merits  a firm  commitment  for  substantial  support  so  that 
discoveries  can  be  made  and  applied  to  relieve  suffering  patients. 

I submit  to  this  Commission  that  rheumatologic  research  be  generously 
funded.  This  must  be  basic  to  progress  in  understanding  diseases,  and 
subsequently  benefiting  patients.  Funds  should  be  available  to  all 
programs  throughout  the  country  committed  to  arthritis  research.  Thank 
you. 


ENGLEMAN:  Thank  you,  Er.  Panush. 

May  we  now  hear  from  Barbara  Bradford? 


TESTIMONY  OF 
EARBARA  ERADFORD 

FLORIDA  CHAPTER,  AMERICAN  PHYSICAL  THERAPY  ASSOCIATION 

BRADFORD:  Thank  you.  Good  morning.  It  is  my  pleasure  to  represent 

the  Florida  Chapter  of  the  American  Physical  Therapy  Association  at  this 
hearing.  We,  as  physical  therapists,  are  vitally  interested  in  delivery 
of  service,  teaching,  and  research  related  to  arthritis. 

In  our  letter  of  request  to  appear  here  today  we  identified  what  we 
felt  were  some  problems  in  these  areas,  and  offered  assistance  toward 
their  solutions.  Areas  of  concern  are: 

(1)  Lack  of  educational  seminars  or  workshops  for  patients  and 
patients'  families  directed  toward  helping  them  learn  to  live 
with  arthritis. 

(2)  Lack  of  knowledge  of  the  benefits  patients  have  coming  to  them, 
such  as  Social  Security  disability  benefits. 

(3)  Lack  of  involvement  of  physical  therapy  and  other  allied  health 
personnel  in  this  education  role  is  another  concern. 

The  solution  appears  to  call  for  increased  cooperation  and 
communication  between  the  local  communities.  State  arthritis 
organizations,  and  the  allied  health  professions,  in  order  to  provide 
statewide  educational  programs  for  patients  and  their  families.  Group 
instructional  classes  are  one  of  the  least  expensive  means  of  helping  the 
arthritic.  Many  pamphlets,  written  information,  are  available,  but 
distribution  of  information  in  this  manner  is  not  as  effective  as  direct 
presentation  of  facts  and  what  can  be  done  through  home  prescription  for 
arthritis. 

Physicians,  as  a whole,  do  not  have  the  time  to  spend  with  arthritics 
describing  a good  home  program  or  explaining  the  course  of  the  disease. 
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Patients  tell  us  that  their  physicians  say,  "Nothing  can  be  done,"  or  "To 
go  home,  exercise,  and  take  aspirin."  Patients  are  not  told  how  much,  why, 
or  what  to  expect.  There  is  little  follow-up,  and  often  deformities  occur 
which  might  have  been  prevented. 

Our  suggested  approach  to  this  concern  is  that  group  instructional 
programs  be  established  statewide.  The  courses  could  be  presented  to 
patients  and  their  families  by  physical  or  occupational  therapists, 
nurses,  or  as  a team.  These  could  be  held  in  churches,  civic  centers, 
rehabilitation  centers,  hospitals,  or  whatever  space  is  available  in  the 
community.  Training  workshops  on  how  to  present  material  and  conduct 
these  courses  could  be  sponsored  by  the  Arthritis  Foundation;  the  APTA, 
the  American  Physical  Therapy  Association;  the  American  Occupational 
Therapy  Association;  the  National  League  of  Nurses;  or,  better  still, 
sponsored  through  a coalition  of  the  allied  health  associations  and  the 
Arthritis  Foundation. 

Time  does  not  permit  a complete  description  of  one  known  collaborative 
effort  in  our  State  which  provides  an  arthritis  instructional  program,  so 
I will  just  briefly  attempt  to  describe  it  by  reading  a letter  that  was 
sent  out  by  the  Arthritis  Foundation,  Florida  Chapter.  This  letter  goes: 

"Dear  Member;  Are  you  one  of  those  many  persons  afflicted  with 
rheumatoid  arthritis,  who  has  heard  conflicting  stories  of  what  you  should 
do?  Are  you  discouraged  and  confused  at  times,  and  feel  that  others  do 
not  understand  your  problems?  Perhaps  well-meaning  friends  or  family  know 
someone  that  was  'cured,1  and  give  you  advice. 

"On  October  16,  1975,  Happiness  House  Rehabilitation  Center, 

Incorporated,  in  conjunction  with  the  Arthritis  Foundation,  will  start 
another  arthritis  instructional  program.  The  need  for  such  a program  was 
evidenced  several  years  ago,  when  patients  kept  asking  questions  about 
what  they  had  heard,  and  if  they  should  try  such  and  such  'home  cures.' 

"More  than  100  arthritics  have  participated  in  this  program.  A few  of 
the  comments  at  the  end  of  the  course  were: 

'"Clarified  my  understanding  of  arthritis.' 

"'Have  not  realized  my  limitation  of  motion.' 

"'Motions  were  so  great.' 

"'I  will  go  home  and  suggest  such  a course  to  our  local  arthritis 
association  in  Racine,  Wisconsin. ' 

"'Most  of  the  material  presented  was  new  to  me.' 

"'I  am  continuing  exercises  at  home,  and  they  are  helping.' 

"The  program's  main  goals  are  to  present  the  known  facts  of  arthritis, 
and  what  can  be  done  at  home  to  prevent  deformity,  relieve  pain,  and 
strengthen  specific  weakened  muscles.  Each  session  starts  with 

individuals  dipping  hands  in  paraffin  to  become  acquainted  with  one  form 
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of  moist  heat.  This  is  followed  by  presentation  of  the  following 
subjects:  what  occurs  in  the  arthritis  joint;  types  of  arthritis; 
diagnosis  procedure;  diet;  medication  and  surgery;  folklore  and  quackery; 
prevention  of  deformity  through  proper  use  of  body  and  activities  of  daily 
living;  importance  of  rest;  and  self-help  devices. 

•'The  second  half  hour,  specific  exercises  and  movements  are 
demonstrated,  along  with  class  participation.  Printed  handout  materials 
explaining  procedures  are  distributed,  and,  last  but  not  least,  we  have  a 
general  group  discussion  to  share  problems  and  solutions  that  the 
arthritic  encounters.*'  Then  the  letter  follows  up,  "If  you  are 
interested,"  they  identify  the  number  they  should  contact. 

I believe  this  is  some  of  the  best  supportive  evidence  of  need  we 
could  present  relative  to  this  area  of  concern.  I thank  you  for  your 
attention  and  the  opportunity  of  expressing  our  concerns.  Thank  you. 

ENGLEMAN:  Thank  you,  Ms.  Bradford. 

May  we  call  on  Ruth  Jacobs  now,  please. 


TESTIMONY  OF 
RUTH  M.  JACOES,  R.N. 

PRESIDENT,  FLORIDA  NURSES*  ASSOCIATION 

JACOBS:  Mr.  Chairman  and  members  of  the  Commission:  It  is  said  that 
there  are  20  million  arthritis  victims  in  this  country.  This  probably 
includes  all  aqes  and  all  types  of  the  disease,  which  are  varied. 

Arthritis  is  not  a killer  in  the  sense  that  it  is  listed  among  the 
leading  causes  of  death.  However,  it  is  a killer  by  definition,  for  it 
destroys;  When  arthritis  attacks  a wife  and  mother,  or  the  breadwinner, 
it  makes  the  entire  family  its  victim.  Arthritis  destroys  independence, 
mobility,  self-esteem,  family  relationships,  life  style,  and  robs  its 
victims  of  the  will  to  cope  and  often  the  motivation  to  live.  Quality  of 
life  is  at  stake. 

Most  persons  over  60  years  have  some  degree  of  bone  and  joint 
condition  caused  by  extensive  use.  In  fact,  it  is  reported  that  arthritis 
and  bone  conditions  are  the  most  common  of  all  diseases  affecting  those  in 
this  age  group.  Of  course,  they  have  other  coexisting  diagnoses  also; 
often  four  or  five  chronic  conditions  in  the  over  65  group:  hypertension, 
cardiac,  circulatory,  diabetes,  stroke,  anemia,  eyesight,  and/or  hearing 
problems,  etc.,  etc. 

In  a survey  conducted  by  a Homemakers/Home  Health  Care  Services 
Agency,  covering  1 1/2  million  hours  of  nursing  care  per  year,  records 
revealed,  of  the  cases  involved,  primary  arthritis  was  responsible  for  10 
percent;  secondary  arthritis  involved  another  25  percent.  Since  80 
percent  of  all  persons  over  65  are  said  to  be  suffering  from  some  chronic 
disease,  it  is  safe  to  assume  that  many  more  than  the  80  percent  are 
afflicted  by  arthritis  to  some  degree,  due  to  its  prevalence. 
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Since  arthritis,  except  in  an  acute  stage,  is  considered  a long  term 
illness  (in  reality,  a long,  long-term  condition) , it  is  necessary  to 
supply  an  array  of  supportive  and  rehabilitative  services  to  give  adequate 
care.  These  range  from  personal  care,  food- buying  and  preparation,  home 
help,  improvising,  using  special  equipment,  transportation  (sometimes 
specialized  instruction  in  self-help  and  exercises) . The  nurse  is  usually 
the  coordinator  for  the  overall  plan  of  care,  whether  the  person  is  in  the 
hospital  or  at  home.  She  also  provides  the  skilled  care,  treatment, 
medications,  counseling,  and  instruction,  as  indicated. 

The  arthritis  victim  is  a target  for  the  quack.  Because  of  pain 
and/or  limitation,  he  becomes  vulnerable  to  advertised  remedies  and 
devices.  Frauds  and  rackets  realize  over  $400  million  annually  from 
arthritis  victims.  Funds  to  combat  this  kind  of  thing,  funds  for  research 
to  find  causes,  cures,  and  safer  treatments  are  needed  on  a continuing 
basis.  In  the  meantime,  facilities  for  home  care,  such  as  have  already 
been  mentioned,  should  be  increased  with  accessibility  assured  to  all  who 
need  them  - not  just  the  Medicare  patient  - for  a specified  number  of 
visits;  not  just  the  ones  who  can  afford  private  care;  not  just  for  the 
very  poor  who  qualified  for  Medicaid  or  welfare.  They  should  be  available 
to  all  who  need  them,  including  the  ones  who  fall  into  what's  called  the 
middle  class. 

In  summary,  I should  like  to  recap  the  needs  of  the  arthritis  victim 
as  viewed  by  the  nurse: 

Research  for  etiology,  early  diagnosis,  and  cure. 

Development  of  safer  drugs  for  treatment  and  control. 

Patient  and  public  education  regarding  the  disease,  care,  and 
protection  against  fraud.  Since  victims  of  arthritis  do  not  die  of 
the  disease;  but  must  live  with  it,  they  need  to  be  taught  and  helped 
to  reach  and  maintain  their  maximal  potential. 

Expanded  home  care  facilities  (services) . 

Recognition  of  the  nurse  as  the  key  person  in  coordination  of  care, 
and  the  need  fcr  preparing  and  utilizing  the  nurse  practitioner  in 
primary  care. 

On  behalf  of  the  Florida  Nurses'  Association,  a constituent  of  the 
American  Nurses'  Association,  I thank  you  for  allowing  me  to  participate 
in  this  public  hearing. 

ENGLEMAN:  Thank  you,  Ms.  Jacobs.  I'd  like  to  suggest  questions.  We 
may  have  some  questions  from  the  members  of  the  Commission.  Yes,  Marlin. 

SHIELDS:  I'd  like  to  ask  a question  of  Barbara  Bradford.  We've  heard 
a lot  today  in  regards  to  the  fact  that  doctors  and  other  allied  health 
people  that  are  not  knowledgeable  about  chronic  diseases  like  arthritis 
become  a part  of  the  problem  rather  than  a part  of  the  solution.  Is  it 
your  feeling  that  the  physical  therapist,  as  they  come  out  of  school  and 
their  basic  program,  is  skilled  and  understands  enough  about  chronic 
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diseases  to  be  effective;  or  do  you  feel  that  additional  training  would  be 
reguired  for  them  to  be  effective  in  arthritis  treatment? 

BRADFORD:  We  certainly  hope  they're  coming  out  with  pretty  good  basic 
knowledge.  I do  think,  as  in  any  professional  group,  of  course,  the  more 
experience  you  have,  the  better  you  are  at  it.  I would  support  continuing 
education  in  this  area,  and  I feel  I could  speak  for  the  Florida  Chapter. 
We're  very  interested  in  continuing  education,  particularly  in  this  area. 
We've  done  some  in  this  State  already,  but  I think  we  need  to  do  more.  I 
was  speaking  to  the  area  of  instruction  for  therapists,  nurses,  QT's  this 
morning  in  how  to  conduct  these  kinds  of  instructional  courses,  and  I 
certainly  think  we  would  need  some  help  along  those  lines. 

ENGLEMAN:  Any  other  questions?  Yes,  Mrs.  Lewis. 

LEWIS:  I wanted  to  direct  the  same  question  to  Mrs.  Jacobs.  Do  you 
feel  that  the  nurses  need  more  continuing  education  relative  to  the 
treatment  of  the  arthritic  patient? 

JACOBS:  I believe  they  do.  While  we  do  have  a great  deal  of  expertise 
in  the  handling  of  the  aged,  per  se,  the  arthritic  aspect  could  be 
emphasized  a little  more,  some  of  its  problems  across  the  board,  not  just 
with  the  aged.  I think  they  could  be  made  more  aware  and  more  skillful  in 
the  counseling  type  of  thing  that  they  have  to  do. 

ENGLEMAN:  Mrs.  Anthrop. 

ANTHROP:  I would  also  like  to  ask  a question  from  Mrs.  Jacobs. 

ANTHROP:  You  talked  about  pharmacy. 

JACOBS:  Pharmacy,  did  you  say? 

ANTHROP:  Yes,  drugs.  I was  wondering,  have  there  been  many  patients 
who  have  arthritis  who  have  complained  about  this  new  Federal  mandatory 
law  on  the  caps  of  the  bottles? 

JACOBS:  You  mean  from  the  standpoint  of  negotiating  them? 

ANTHROP:  Yes,  they  can't  open  them. 

JACOBS:  No,  they  can't  open  them.  But  this  is  a whole  'nother  keg  of 

worms  that  we  didn't  want  to  get  into.  Yes,  you  have  to  help  them  to  cope 
with  these  things.  We  do  not  want  them  to  take  pills  out  of  one  bottle 
and  put  them  in  another.  Yet,  if  you're  confronted  with  this,  you're 
going  to  do  it.  We  try  to  get  the  pharmacists  to  put  them  into  regular 
caps,  and  they  will  do  this.  I have  to  sign  for  them,  when  I go  for  one 
of  my  clients  to  get  them,  I have  to  sign  a slip  for  it.  And 'if  I forget 
to  do  it,  I have  to  wait  until  they  change  it.  They  cannot  - I can't  work 
them  myself,  so  I can't  expect  them  to  work  them.  (Laughter.) 

ANTHROP:  The  reason  I asked  you  that  is  because  I don't  know  if  many 

arthritic  patients  know  that  their  pharmacists  will  give  them  the  old  type 
of  caps,  provided  they  sign  for  them. 
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JACOBS:  Yes,  many  of  them  do  cooperate;  yes. 

ANTHROP:  I think  that  you  arthritics  - we  arthritics,  I should  say, 
should  call  or  write  a letter  to  the  Congress  and  tell  them  that  they 
should  make  some  kind  of  an  amendment  on  this  mandatory  law,  because  it's 
ridiculous.  I get  more  frustrated  and  my  tension  goes  up  more  when  I try 
to  open  one  of  those  bottles  than  the  medicine  in  there  will  help  me. 

Another  thing  that  I would  like  to  ask  you,  Mrs.  Jacobs,  is  in 
relation  to  the  nurses'  continuing  education.  How  do  you  feel  about 
putting  student  nurses,  or  nurses  just  in  about  their  last  year,  in  clinic 
settings  where  they  have  arthritic  clinics  and  that  type  of  thing?  Do  you 
think  that  this  would  benefit  them? 

JACOBS:  Definitely 
[Recording  interrupted. ] 

...so  it's  very  important  in  an  area  where  we  have  this  many  older  people. 
Now  the  arthritis,  per  se,  will  probably  not  be  picked  up  because  the 
person  has  that  along  with  other  primary  diagnoses  that  take  precedence; 
so  that  the  student,  unless  she  does  go  in  depth  and  the  history  and  all 
is  brought  to  her  attention,  she  would  not  see  arthritis,  per  se,  but  they 
will  be  getting  medication  to  keep  that  under  control. 

ANTHROP:  Would  you  recommend  rheumatology  as  a special  class  in  the 

nursing  education,  the  formal  education? 

JACOBS:  I'd  have  to  give  that  a little  thought.  Now  we're  coming  into 
the  area  of  the  nurse  practitioner.  If  she's  in  a family  practitioner 
setting  in  an  area  where  there  is  much  arthritis,  I could  see  this  as 
being  one  of  her  specialized  courses,  perhaps.  But  I think  it  would 
depend. 

ANTHROP:  I lost  my  train  of  thought,  but  I had  something  else  to  ask 

you. 

JACOBS:  The  rheumatoid  arthritis  is  in  the  minority,  10  percent  or  so. 
You  have  many,  many  more  with  osteoarthritis  and  the  gouty  type. 

ANTHROP;  Well,  being  a nurse,  and  also  a degree  nurse,  and  a patient, 
an  arthritic,  and  being  in  the  hospital  many  times,  as  has  been  stated 
here  - the  nurses  in  the  hospitals  do  not  know  how  to  handle  arthritics. 
They  do  more  damage,  and  I've  had  some  very  traumatic  experiences  with 
nurses  in  hospitals. 

JACOBS:  My  experience  has  been  in  public  health  and  community,  and  in 
coordinating,  and  this  kind  of  thing,  and  agencies  - I have  not  been  at 
the  bedside  recently  to  know  what  goes  on  now  with  arthritics,  but  there 
are  problems. 

ANTHROP:  Then  would  you  advocate  that? 
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JACOBS:  If  it's  needed,  yes.  But  I'd  like  to  talk  to  the  nursinq 
services  directors,  and,  you  know,  the  ones  that  provide  that  kind  of  care 
in  that  settinq. 

ANTHROP:  I notice  that  you  are  the  President  of  the  Florida  Nurses' 
Association.  I would  think  you  carry  a lot  of  weight  in  those  areas  for 
the  curriculum. 

JACOBS:  Yes,  it's  something  that  we  could  look  into. 

ENGLEMAN:  Any  other  questions? 

If  not,  thank  you  very  much.  We'll  proceed  to  the  next  group  of 
witnesses.  We'll  ask  the  following  to  please  step  forward:  Howard  Vogt, 
Christia  Scarbrouqh,  Aaron  Kulchinsky,  Sam  Sussman,  and  Pete  Reuter. 
We'll  call  first  on  Mr.  Howard  Vogt. 


TESTIMONY  OF 
HOWARD  VOGT 
LAKE  HAMILTON,  FLORIDA 

VOGT:  Dr.  Engleman,  members  of  the  National  Commission:  Thank  you  for 

this  opportunity. 

I have  assembled  the  following  from  medical  magazines  and  lectures 
over  the  last  45  years.  Nothing  is  original  with  me.  Several  things  are 
needed  to  reverse  arthritis: 

(1)  The  patient  should  have  about  five  mg.  of  fluoride  twice  daily. 
According  to  the  J.A.M.A.,  that  amount  will  condition  the  small 
intestine  in  six  weeks  to  accept  the  proper  amount  of  calcium 
from  the  food.  Arthritis  is  caused  by  too  much  calcium  in  the 
blood.  When  the  blood  no  longer  receives  too  much  calcium  from 
the  food,  it  will  no  longer  be  supersaturated;  instead,  it  will 
be  of  low  enough  concentration  that  it  will  begin  to  remove 
calcium  that  it  had  deposited  while  it  was  supersaturated. 

(2)  This  phenomenon  works  in  Florida,  and  it  may  be  necessary  to  have 

ultraviolet  radiation  to  complete  the  calcium  balance  necessary 

to  cause  the  blocd  to  remove  the  excess  calcium  if  sunlight  is 
lacking. 

(3)  The  third  requirement  is  that  the  elimination  condition  of  the 

large  intestine  must  be  correct;  that  is,  the  condition  existing 

when  the  human  Lactobacillus  acidophilus  is  present.  The  human 
bacillus,  which  is  given  to  a baby  by  its  mother's  milk  during 
the  first  three  days  of  nursing,  should  live  with  a person  his 
whole  life. 

It  is  concentrated  in  the  ascending  colon.  It  activates  the 
transverse  colon  peristalsis,  and  keeps  the  transverse  colon 
clean.  The  blood  then  can  release  the  impurities  that  it  has 
accumulated  and  return  clean.  Without  this  clean  condition. 
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there  can  be  no  assurance  of  cleaning  the  body.  With  these  three 
conditions  met,  the  relief  from  pain  USUALLY  begins  within  two  or 
three  weeks.  The  removal  of  calcium  from  long  years’  deposits 
does  not  take  place  quickly.  We  have  a case  of  50  years  standing 
that  has  less  pain,  but  the  deposits  are  not  noticeably  less. 

(4)  We  advise  our  patients  to  take  100  units  of  vitamin  E daily,  as 
it  is  effective  in  preventing  capillary  constriction  with  age. 
It  makes  the  blood  more  active  so  that  the  heart  need  not  pump  so 
much,  and  it  makes  the  heart  muscles  stronger.  We  have  had  cases 
of  angina  which  have  been  cured.  The  reason  seems  to  be  that  the 
less  concentrated  blood  removes  the  obstructing  clots  from  the 
coronary  arteries  and  permits  better  blood  circulation  to  the 
heart  muscles. 

The  necessary  human  Lactobacillus  acidophilus  is  obtainable  in  an 
over-the-count ry  product,  Bacid  or  Do  Fus.  To  use  it,  put  the  contents  of 
one  Bacid  capsule  in  1/2  pint  of  sterile  milk.  The  best  way  to  be  certain 
of  sterility  is  to  heat  the  milk  in  a pressure  cooker  at  five  pounds 
pressure  for  20  minutes.  Allow  the  milk  to  cool  tc  room  temperature. 
Shake  in  the  contents  of  the  Bacid  capsule,  and  stir  WITH  A CLEAN, 
PREFERABLY  STERILE,  spoon. 

Place  the  milk  in  a loosely  covered  container.  NOTE:  The  container 

should  also  be  as  sterile  as  possible.  Set  the  container  of  milk  in  the 
dark  of  a cupboard.  In  20  to  30  hours  it  will  thicken  to  the  consistency 

of  Jello.  Try  to  avoid  too  much  time  at  this  stage  or  it  will  separate 

into  curds  and  whey.  Place  it  in  the  refrigerator  to  slow  further 
souring. 

TO  USE:  Put  one  teaspoonful  in  a glass  of  milk  and  drink  before 

breakfast.  If  you  are  not  a milk  drinker,  use  water.  You  are  trying  to 
get  the  culture  into  your  ascending  colon,  and  to  do  that  you  must  get  it 
past  the  acid  of  the  stomach  which  will  destroy  it.  Make  a new  batch 

about  every  three  days.  To  make  the  new  culture,  use  about  1/8 

teaspoonful  of  the  first  culture  in  place  of  a Bacid  capsule. 

Several  conditions  can  spoil  the  culture.  Bacid  has  a limited  "shelf 
life,"  and  it  can  be  too  old.  DDT  in  the  milk  will  prevent  it  from 
growing.  Any  live  bovine  bacillus  will  destroy  it.  If  you  take  it  in 
water  instead  of  milk,  avoid  chlorinated  water.  Any  bacteria  in  the  milk 
will  spoil  the  pure  bacillus. 

If  all  goes  right,  the  culture  can  be  established  in  the  digestive 
system  in  about  20  days.  It  will  live  in  the  intestine  until  some  outside 
influence  destroys  it.  It  can  be  destroyed  by  penicillin,  which  destroys 
some  good  bacteria  as  well  as  bad.  It  can  be  destroyed  by  having  a lot  of 
alcohol  in  the  intestine.  It  can  be  destroyed  by  a high  fever.  If  for 
any  reason  the  capsule  does  not  culture  properly,  it  is  easy  to  start  over 
with  a fresh  Bacid  capsule. 

We  have  discovered  numerous  exceptions  to  the  conditions  causing 
arthritis.  They  are  easily  classified  into  categories  which  separate  them 
from  the  cases  I have  reported.  However,  in  our  research  we  have  also 
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found  corrections  for  some  of  these.  Total  correction  is  approaching  100 
percent.  To  completely  handle  the  subject  of  arthritis,  all  of  the 
variables  must  be  considered.  As  there  are  about  1,500  generic  name 
drugs,  finding  a combination  of  four  that  will  together  cure  arthritis 
reduces  the  chance  to  one  in  a trillion.  We  feel  extremely  fortunate  in 
finding  the  combination  that  works. 

We  were  notified  of  our  acceptance  on  your  agenda  last  Friday,  and  had 
too  little  time  to  find  cases  able  to  attend;  I have  one.  However,  many 
offered  to  testify  to  their  cures,  so  you  may  call  these  cured  patients 
who  will  gladly  tell  their  experience.  If  you  want  to  put  these  numbers 
down,  these  people  are  anxious  and  willing  and  glad  to  tell  you  because 
they're  mighty  happy.  The  first  one  is  Mr.  Solomon. 

ENGLEMAN:  Mr.  Vogt,  excuse  me.  Could  we  have  the  names  and  addresses 
of  these  individuals?  If  you  will  please  give  them  to  Mr.  Booth,  who  is 
standing  right  over  there. 

VOGT:  You  don't  need  to  have  them  announced  now? 

ENGLEMAN:  No. 

VOGT:  All  right.  Now  I will  read  on  here,  what  little  more  I have. 
There  was  one  man  that  I am  very. anxious  that  you  know,  Mr.  William 

Reinerson,  who  is  the  editor  and  owner  of  the  Winter  Haven  Daily  News 
Chief . He  has  had  remarkable  relief. 

If  you  have  any  questions,  Mr.  Watson  here  has  had  a bad  case  of 

arthritis  corrected.  He's  well,  and  he's  proud  of  it,  and  he'll  answer 

the  questions.  I don't  hear  well  enough.  He'll  perhaps  give  me  the 

questions. 

WATSON:  This  seemingly  simple  method  is  all  it  takes  to  do  it,  believe 

me. 

VOGT:  It  can  all  be  done  for  a few  cents. 

ENGLEMAN:  Thank  you  very  much,  Mr.  Vogt. 

May  we  now  call  on  Christia  Scarbrough. 


SUMITTTED  STATEMENT  OF 
CHRISTIA  F.  SCARBROUGH 
MOTHER  OF  ARTHRITIS  PATIENT 
SARASOTA,  FLORIDA 

The  testimony  I would  like  entered  into  the  records  for  the  National 
Arthritis  Commission's  perusal  is  that  of  a parent  of  a nine-year-old 
daughter  with  rheumatoid  arthritis.  Janine  was  first  stricken  at  the  age 
of  six.  After  a week  of  intensive  tests  performed  in  the  hospital,  we 
were  told  of  the  diagnosis.  At  the  same  time  we  were  warned  that  the 
worst  was  yet  to  come.  Little  did  we  know  that  it  would  be  a year  and  one 
month  of  constant  day  and  night  nursing.  But,  in  spite  of  it  all,  her 
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case  was  termed  "mild,"  and  there  was  no  apparent  crippling.  I use  the 
term  "apparent"  advisedly,  for  there  was  much  crippling  within  our  family 
and  our  state  of  minds. 

To  begin  with,  I was  forced  to  relinquish  my  job  in  order  to  take 
proper  care  of  Janine.  There  are  no  regrets  for  this  decision,  as  the 
family  adapted  well.  Tempers  grew  short,  however,  as  exhaustion  set  in, 
affecting  both  my  husband  and  our  other  three  children.  There  was 
constant  concern  that  the  other  children  would  become  jealous  of  the 
attention  given  to  this  youngest  child.  To  make  matters  worse,  these 
three  children  were  my  stepchildren,  so  I had  to  be  twice  as  careful: 
walking  a tightrope  day  in,  day  out. 

It  finally  became  apparent  that  all  attempts  at  housework,  other  than 
laundry  and  cooking  meals,  were  futile.  I slept  when  Janine  slept, 
regardless  of  time  of  day  or  night.  The  rest  of  the  time  was  spent  in  the 
care  of  her.  My  husband  helped  whenever  his  job  would  permit.  At  that 
point,  there  really  was  very  little  the  other  children  could  do  to  help, 
other  than  work  around  the  house,  as  Janine  was  too  weak  and  in  too  much 
pain  to  care  for  anything. 

To  further  complicate  matters,  my  mother  became  ill,  and  I was  forced 
to  place  her  in  a nursing  home,  thus  ending  my  visions  of  tending  her  in 
her  last  years.  I am  convinced  that  Janine' s illness  precipitated  my 
mother's  death.  Being  her  only  grandchild,  and  a specially  trained  Swiss 
baby  nurse,  the  constant  worry  and  sleepless  nights  did  not  improve  her 
condition.  My  mother  died  nine  months  after  learning  of  Janine' s 
condition.  I did  not  honestly  think  much  more  could  happen  to  me  that 
year ! 

Now,  happily,  Janine  is  attending  the  fourth  grade  of  school;  a 
bright,  alert  child.  Just  recently  she  has  had  a flare-up,  and  is  again 
under  restriction  as  far  as  physical  activities  are  concerned.  I do  not 
know  if  I will  ever  again  adjust  to  a normal  way  of  life.  Even  though  our 
daughter  is  considerably  better,  we  can  never  make  any  final  plans  for 
trips,  picnics,  movies,  etc.,  until  the  very  last  minute,  when  we  know  she 
is  able  to  participate. 

When  my  husband  and  I go  out  of  town  for  a day  or  two  (we  dare  not 
leave  for  any  longer)  , we  must  stay  in  constant  touch  with  our  babysitter. 
And  to  choose  a person  willing  to  undertake  this  responsibility  is,  no 
small  task! 

What  the  future  holds  for  our  daughter,  only  God  knows.  Cowardice  has 
not  allowed  me  to  think  about  the  possible  damage  done  to  her  stomach  with 
such  a prolonged  use  of  aspirin,  or  what  kind  of  future  she  has  as  an 
adult.  I only  take  one  day  at  a time,  and  am  extremely  grateful  for  her 
straight  and  healthy  limbs. 

Luckily,  we  had  an  excellent,  thorough  pediatrician.  But  oh,  how  we 
longed  for  a rheumatologist  with  a major  in  pediatrics.  When  her  case  had 
been  diagnosed,  we  took  her  to  the  only  rheumatologist  in  Sarasota  for 
confirmation.  I cannot  tell  you  how  we  felt  when  told  that  he  could  and 
would  not  treat  children,  as  that  was  not  his  field.  He  did,  however. 
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tell  us  of  an  arthritis  clinic  for  children  in  the  Chicaqo  area.  But  the 
number  of  pediatric  clinics  tor  arthritic  children  is  sadly  lacking,  and  I 
was  appalled  at  the  scarcity. 

It  has  beccme  apparent  to  me  that  a thorough  reevaluation  must  take 
absolute  priority  of  this  dreadful  disease.  Our  physicians  and  nurses  are 
not  able  to  keep  up  with  the  advances  in  study  and  techniques  against 
arthritis,  especially  in  children.  We  badly  need  specially  trained 
rheumatoid  arthritis  pediatricians.  Although  there  seems  to  be  an  uprise 
in  arthfitic  children,  upon  questioning  of  our  own  pediatrician,  we  found 
that  there  were  just  as  many  cases  as  before;  they  had  merely  been 
misdiagnosed ! 

Until  such  time  that  there  are  enough  rheumatologists  to  serve 
humanity,  there  is  a dire  need  for  forums  to  which  our  doctors  and  nupses 
may  attend  in  order  to  keep  abreast  with  medicines  and  treatment  of 
arthritis  in  children.  Of  course,  ideally,  there  should  be  a clinic  in 
each  state,  where,  as  soon  as  a child  is  diagnosed  as  having  arthritis,  he 
or  she  may  be  referred  for  further  treatment.  The  clinics  in  Germany  and 
Switzerland  also  include  the  parents,  teaching  them  how  best  to  cope  with 
their  child,  their  families,  medicines,  treatments,  etc.  The  facts  that  I 
find  hard  to  comprehend  are; 


(1 ) 

There  are  only 
America  today. 

around  100 

rheumatoid  arthritis 
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in 
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held  yearly 

in 

Of 

course,  I realize  that  education  of  the  public  is 

sadly  lacking. 

I 

am  continually  aware  of  the  fact  that  most  people  simply  are  not  aware 
that  children  can  be  afflicted  by  arthritis,  and  it  is  to  this  goal  of 
education  that  I am  dedicating  my  services.  If  only  I could  include 
Congress  in  my  itinerary! 


TESTIMONY  OF 
CHRISTIA  F.  SCARBROUGH 

SCARBROUGH:  Thank  you.  Distinguished  members  of  the  panel:  My 

appearance  before  you  is  that  of  a parent  of  a nine-year-old  child  that 
has  rheumatoid  arthritis.  Janine  first  became  ill  while  in  the  first 
grade.  After  a week  and  a half  in  the  hospital  undergoing  extensive 
tests,  we  were  told  of  her  illness,  how  best  to  cope  with  it,  that  there 
was  not  much  more  that  could  be  done  in  the  hospital  that  we  could  not  do 
at  home,  and  told  to  keep  in  constant  touch  with  her  pediatrician. 

Our  first  thought,  of  course,  was  to  get  another  doctor's  opinion. 
Since  Sarasota  is  among  the  very  few  fortunate  cities,  we  claimed  one 
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rheumatologist.  His  first  words  to  me  were  to  the  effect  that  he  did  not 
and  could  not  treat  children;  that  this  was  an  entirely  different  field. 
He  suggested  a clinic  for  just  such  cases  in  the  Chicago  area.  That  is  a 
long  way  to  travel  with  a child  as  sick  as  Janine  was.  But  the  number  of 
pediatric  clinics  for  arthritic  children  is  sadly  lacking,  and  we  were 
appalled  at  the  scarcity. 

However,  as  it  turned  out,  our  pediatrician  proved  competent  enough, 
and  her  case  was  termed  as  being  "mild, " thus  eliminating  the  trip  to 
Chicago.  I always  have  to  smile  when  I say  "mild,"  for  Janine  was 
housebound  for  a year  and  a month.  Most  of  that  time  meant  day-and-night 
nursing.  I have  no  complaints,  however,  for  she  is  not  crippled. 

Janine  has  experienced  no  flare-up  until  two  months  ago.  She  is  now 
on  Prednisone  every  other  day  in  an  effort  to  control  her  pain  and 
swelling.  On  several  occasions  our  pediatrician  has  said  that  he  wished 
there  was  a clinic  in  Florida  where  Janine  could  be  referred.  You  know, 
in  Germany  and  Switzerland  the  arthritis  clinics  include  parents  of 
arthritic  children  in  their  training.  This  is  my  dream,  and  I am  afraid  I 
won’t  be  satisfied  until  I can  see  such  a clinic  operating  in  Florida. 

Dr.  Morgan,  our  pediatrician,  has  asked  that  I tell  you  of  the  two 
areas  which  he  feels  are  lacking; 

(1)  There  are  no  more  seminars  for  practicing  pediatricians  than  one, 
or  two  at  the  most,  a year  in  Florida;  far  too  few,  and  not  very 
well  advertised. 

(2)  When  he  sends  a child  to  the  University  of  Florida  with  heart 

trouble,  for  instance,  "40,000  doctors"  swarm  over  the  child,  for 
there  is  money  for  research  and,  hence,  interest  in  such  cases, 
but  far  too  little  money  and  far  too  little  interest  for 

arthritic  children.  This  is  the  only  reason  he  has  not  suggested 

sending  Janine  there  for  further  treatment. 

Arthritis  in  children  is  not  on  the  upsurge  as  I had  once  thought. 
Our  pediatrician  alone  has  three  new  cases  this  year.  He  says  that  in 
years  past  such  cases  were  merely  misdiagnosed.  Today,  with  advances  in 
research,  they  are  better  eguipped  to  at  least  diagnose  properly;  hence, 
the  seemingly  increased  cases  of  arthritic  children.  I,  of  course,  agree 

with  Dr.  Morgan  in  the  areas  of  weakness,  but  I would  also  like  to  see 

arthritis  pediatricians  strategically  placed  throughout  the  country.  But 
until  that  time,  at  least  seminars  geared  for  our  professionals  to  keep 
them  abreast  of  advances  in  research  in  arthritis,  especially  for 
children;  also  education  of  our  public.  Far  too  many  are  unaware  that 
children  can  be  afflicted  with  arthritis;  I was  one  of  them.  And  it  is  in 
this  area  I feel  that  I can  do  the  most  good.  But  I hope  this  education 
segment  is  not  overlooked.  I don't  see  how  this  country  can  turn  its  back 
on  approximately  250,000  children  with  rheumatoid  arthritis.  It  is  true 
that  this  disease  does  not  kill,  but  it  does  maim,  cripple,  and  make  life 
a living  hell.  Thank  you. 
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ENGLEMAN:  Thank  you,  Mrs.  Scarbrough.  You  undoubtedly  know  that  there 
is  provision  in  this  Arthritis  Act  for  the  support  of  centers  for 
children. 

SCARBROUGH:  Yes. 

ENGLEMAN:  We’ll  proceed  now  to  hear  from  Aaron  Kulchinsky. 


TESTIMONY  CF 

AARON  KULCHINSKY,  PATIENT 
ST,  PETERSBURG,  FLORIDA 

KULCHINSKY:  Mr.  Chairman,  members  of  the  panel:  My  name  is  Aaron 
Kulchinsky,  and  I race  greyhounds  at  Derby  Lane.  I have  had  rheumatoid 
arthritis  for  the  last  12  or  15  years,  and  I've  been  very  active.  Up  till 
the  past  five  months  I've  been  so  crippled  up  that  I couldn't  raise  my 
hand;  I had  to  go  down  steps  sideways.  I've  taken  Prednisone,  Indocin, 
Brufin,  which  is  now  called  Motrin.  I've  been  in  Mexico  twice.  The  first 
time  I thought  he  performed  a miracle;  the  second  time  it  didn't  work  so 
good.  I traced  the  drug;  I found  out  that  the  white  pill  was  Valium. 
Couldn't  break  down  the  orange  pill.  I broke  down  the  booster  shot  that 
he  sells  for  $30,  which  is  a product  called  Diperone,  which  they  took  off 
the  market  in  1971. 

I go  to  Ireland  quite  a bit  to  buy  greyhounds.  I first  used  Brufin 
over  there;  I showed  it  to  a lot  of  doctors  in  this  country,  and  they 
laughed  at  me.  They  finally  approved  it  in  this  country,  and  they  call  it 
Motrin.  I took  it  for  three  years;  it  gave  me  pretty  good  results.  At 
the  present  time  I'm  taking  a new  drug  that  I got  in  England,  called 
Prinalgin;  it's  a registered  thing.  I've  got  all  the  literature  on  it 
here.  I've  been  takinq  it  for  the  last  five  months.  Since  I've  been 
taking  that,  all  the  swelling  has  gone  out  of  my  hands,  legs,  and  neck. 
The  pain  has  all  gone.  My  fingers  are  still  bent,  but  I can  fight  you;  I 
can  run;  I can  run  upstairs;  I can  work.  I'm  a human  being  again.  When  I 
was  taking  the  Motrin,  I was  a little  cloudy. 

I've  also  given  this  drug  to  a woman  doctor,  who'd  practiced  in  this 
city  for  about  35  years.  She  couldn't  put  her  shoe  on.  She  was  wearing 
slippers.  She  can  put  her  shoe  on  now.  She,  in  turn,  gave  it  to  a girl, 
a friend  of  hers,  who  was  a beautician,  who  couldn't  work  anymore.  She's 
able  to  do  it  again.  I also  gave  this  drug  to  the  sister-in-law  of  a 
veterinarian  in  Massachusetts,  who  couldn't  get  out  bed  too  good,  and 
she's  getting  cut  of  it.  Now  we've  tried  it  on  a few  other  people,  and  it 
hasn't  worked.  I'm  not  a doctor.  But  this  drug  is  patented,  and  if  you 
want  to  see  the  results  of  me,  you  just  look  at  me  and  see  that  I'm  alive. 
I'm  alive.  I can  run  up  those  stairs. 

Before  this,  I couldn't  walk  up  those  stairs.  I can  run  up;  I can 
drive;  I can  fight  you;  I can  grab  a hold  of  you.  Up  till  now,  if  you 
just  touched  my  finger,  I'd  jump  through  the  ceiling.  I couldn't  put  my 
shoes  and  stockings  on. 
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I have  all  the  literature  here.  This  isn't  a quack  drug.  I'm  not 
trying  to  sell  it  to  you.  I race  greyhounds  for  a living,  and  I've  done 
all  right  with  that.  But  if  anybody's  interested,  the  doctors,  we'll  be 
glad  to  show  it  to  them.  We  have  all  kinds  of  literature  here,  all  the 
tests  and  medical  things  that  I don't  understand.  And  on  the  cover  of 
this  book  it  says,  "What  Would  You  Give  To  Be  Able  To  Arrest  The  Progress 
Of  Arthritic  Disease?"  and  that's  just  vhat  it's  doing.  And  I think  this 
thing  should  really  be  looked  into. 

When  I was  using  the  Brufin,  they  all  laughed  at  me.  Now  they  call  it 
Motrin,  and  it's  a great  thing,  but  it's  not  that  good.  This  thing  is  so 
far  ahead  of  Motrin  that  there's  no  comparison.  Of  course,  you  people  are 
laughing  at  me  - and  I've  taken  a blood  test,  too,  in  the  last  three 
months;  my  blood  is  perfect.  And  I'm  a human  being  again.  I can  run  up 
them  stairs,  and  I'll  tangle  with  you  one  of  these  days,  if  you  want.  If 
you  can  straighten  out  my  fingers,  I could  play  ball. 

VOICE:  How  do  you  spell  it? 

KULCHINSKY:  I've  got  it  right  here.  It's  prinalgin.  I'm  not  trying 
to  sell  anything  to  you. 

VOICE:  That's  all  right. 

KULCHINSKY:  It's  right  here. 

VOICE:  Excuse  me,  may  I ask  one  question  about  Motrin?  I haven't 

heard  anything  said  about  any  of  these  arthritic  drugs  wrecking  the 
stomach,  and  that's  the  thing. 

KULCHINSKY:  I'll  tell  you  what  it  says  here.  I'll  tell  you  what  it 

says  on  this  thing. 

VOICE:  I took  Motrin  for  three  months,  and  I suffered  more  with  my 
stomach. . . . 

KULCHINSKY:  Well,  I took  all  those  drugs,  and  they  never  bothered  me. 

I took  Indocin,  and  all  that.  I could  tolerate  all  those  things.  But 

this  thing  has  less  side  effects  - it  says,  "A  low  level  of 

gastrointestinal  disturtances. " It's  low  - you  know,  it  compares  it  to 
Indocin,  Motrin,  Prednisone,  aspirins.  It's  way  better  than  all  them; 
less  side  effects.  I have  all  the  literature  here,  I mean  if  these 
doctors  want  to  see  it. 

VOICE:  How  do  you  spell  it? 

KULCHINSKY:  I'm  not  trying  to  sell  it.  That's  easy,  P-r-i-n-a-l-g-i- 

n. 

ENGLEMAN:  Mr.  Kulchinsky,  would  you  mind  letting  us  look  at  that 
literature? 

KULCHINSKY:  Sure,  I'd  be  glad  to. 
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ENGLEMAN:  Right  now. 

KULCHINSKY:  Right  now? 

ENGLEMAN:  Yes. 

KULCHINSKY:  Who  wants  to  see  it? 

ENGLEMAN:  I do. 

KULCHINSKY:  Sure. 

ENGLEMAN:  Are  you  finished  with  your  testimony? 

KULCHINSKY:  Do  you  want  to  see  me  run  up  there? 

ENGLEMAN:  Good  for  you. 

KULCHINSKY:  Now  I can  go  up  steps.  Watch  this.  That  was  all  before  I 
took  this.  See,  this  is  for  the  human  being. 

ENGLEMAN:  You  also  treat  greyhounds? 

KULCHINSKY:  Yeah,  I raise  greyhounds.  That,  there,  I don’t 

understand.  That's  all  the  tests.  That's  what  you  people  do. 

ENGLEMAN:  Very  good.  Thanks  so  much. 

KULCHINSKY:  Okay,  you're  welcome. 

ENGLEMAN:  We'll  return  this  to  you. 

KULCHINSKY:  Okay.  I thought  you'd  be  interested  in  this,  and  a lot  of 
people.  But  a woman  doctor's  taking  it  in  St.  Pete.  It's  not  a quack 
thing. 

ENGLEMAN:  Very  good. 

I think  we  should  now  proceed  to  hear  from  Sam  Sussman. 


TESTIMONY  CF 
SAM  SUSSMAN,  PATIENT 
TAMPA,  FLORIDA 

SUSSMAN:  Gentlemen,  I think  mine  will  be  very  short,  but  to  the 

point.  I'm  here  as  a 100  percent  disabled  veteran,  considered  nonservice 
connected,  although  six  service  connections  disavow  it  and  all  my  records. 

I am  not  here  to  speak  for  me  or  for  the  DAV  Chapter  in  which  I am  a 
volunteer.  I am  here  to  cry  out  for  all  the  disabled  veterans  and 
arthritics  of  the  world  who  were  recently  discharged  from  the  VA  Hospital, 
no  outpatient,  no  medication.  I'm  sure  you're  familiar  with  the  letter. 
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I'm  goinq  to  ask,  as  a layman,  a question  I'm  sure  someone  on  this 
panel  can  answer.  I've  checked  the  word  in  dictionaries  and  asked  many 
people;  now  I ask  you  about  this  controversial  word:  "stable"  condition. 
When  is  an  individual  stable?  Is  he  or  she  stable  with  or  without 
medication,  braces,  crutches,  helping  hand?  Please,  this  one  word  is  on 
my  mind,  as  I was  discharged  from  Tampa  VA  with  this  word  on  my  letter 
recently,  with  no  outpatient,  no  medication. 

Being  selfish.  I'll  use  myself  as  an  example.  Medication  costs  me 
$200  a month;  doctor  bills  in  excess  of  $150  a month,  average.  This 
really  needs  looking  into,  as  my  VA  and  SS  do  not  cover  either.  That 
applies  to  many,  I'm  sure.  I'd  appreciate  some  personal  time  with  one  of 
you  on  stage,  as  time  allotted  is  not  sufficient.  Thank  you.  I had  just 
added  this.  I'm  very  concerned  - I'd  like  to  volunteer  in  any  aspect, 
although  I can't  afford  as  medication  and  doctor  practically  take  most  of 
my  funds;  but  if  called,  a Sherman  tank  could  not  stop  me.  I would  make 
it  somehow. 

My  appearance  fools  many  doctors,  for  my  size,  and  so  on.  Bur  when 
they  check  my  records,  they  cannot  realize  how  I am  still  alive.  I say  a 
prayer . 

Now  if  I may  tell  you  a quick  joke.  We've  been  so  darn  solemn  here 
all  day.  This'll  be  real  quick.  I happen  to  be  of  the  Jewish  faith,  so 
I'll  tell  it  in  Jewish  - not  in  Jewish,  but  - Dr.  Engleman  should 
understand. 

This  little  Jewish  man  prayed  morning,  noon,  and  night  to  God:  "Help 
me.  I'm  poor.  I have  nothing.  Help  me,  help  me,  help  me."  He'd  go  out 
to  try  to  eke  out  a living;  he  couldn't.  Healthy  and  strong.  A couple 
doors  away  there  was  a very  wealthy  playboy  with  a Rolls  Royce,  and 
playgirls,  and  a family,  and  everything  else.  He  said,  "Dear  Lord,  this 
man  has  all  - these  things.  Look  at  me.  I pray.  I have  nothing."  So 
finally  a thundering  voice  came  down:  "You  know  why,  Jake?  You  bother  me 
too  much."  So  I pray,  but  I don't  bother  the  Man  too  much. 

ENGLEMAN:  You  don't  bother  us  at  all. 

SUSSMAN:  Pardon  me,  sir.  I have  one  quick  one  to  say  here.  If  our 
hospital  is  not  permitted  to  provide  you  with  outpatient  care;  you  have  no 
other  source  of  such  care,  our  social  workers  will  try  to  refer  you  to  the 
those  facilities  in  your  community  which  might  provide  you  with  such  care 
(charity,  obsolete  medication) . One  doctor  takes  20  patients  a niqht. 

There's  one  doctor  over  there,  and  I believe  he  is  retired,  a fine 
gentleman.  Dr.  Hodge.  When  I walked  in  there  and  showed  him  this  chart, 
which  anyone  of  you  gentlemen  - please  look  at  it  while  I speak.  That  is 
my  intake,  daily.  Dr.  Hodqe  looked  at  me  and  said,  "Sam,  what  the  hell 
are  you  doing  here?"  He  knows  my  family.  He  knows  who  I was.  He  gave  me 
five  medicines  - obsolete  - and  he  said,  "This  is  all  I can  help  you 
with . " 


Now,  I must  go  back  to  a medical  doctor  - I must  - to  get  the  doctor 
to  write  out  a prescription,  or  whatever  you  m_ght  ca  1 it,  to  have  the  VA 


4-103 


St.  Petersburg,  Florida 


December  8,  1975 


give  me  a physical  to  put  me  jji  the  hospital.  I don't  want  to  be  in  any 
hospital.  I've  been  in  more  hospitals  than  there  are  on  earth.  I do  not 
want  hospital.  I want  outpatient  and  my  medication.  I paid  for  it.  They 
are  doing  this  to  all  nonservice-ccnnected  veterans  throughout  the 
country.  If  you're  not  aware  of  it,  I submitted  a letter  over  there. 

Now,  I'm  six  foot  two.  I was  put  to  pasture  at  the  age  of  49;  ex-vice 
president  of  a large  empire  - so  you  might  call  it  a conglomerate  - and 
president  of  my  own  corporation  six  years  ago.  So  I've  paid  my  dues  in 
taxes,  and  everything  else.  I draw  $271  from  Social  Security,  period.  I 

should  be  drawing  possibly  $550  from  the  VA;  I draw  $90.96.  All  this 

facade  you  see  here  is  not  from  today.  I was  told  by  the  woman,  - this 
charity  woman,  "If  need  be,  sell  your  home.  Sell  your  jewelry.  Get  rid 
of  your  car."  You  work  hard  all  your  life.  Now  this  should  be  looked 
into.  I have  a T-brace  from  tack  here,  all  the  way  down  here. 

ENGLEMAN:  All  right,  Mr.  Sussman. 

SUSSMAN:  Now  what  I wanted  to  bring  out,  sir  - one  more  point,  and  I'm 
through. 

ENGLEMAN:  Don't  bother  us  too  much. 

SUSSMAN:  That's  what  I'm  saying.  You'll  remember  that  as  long  as  you 
live,  I bet  you.  I'm  going  to  be  helpful.  I'm  not  going  to  be  harmful. 

One  thing  I wanted  to  bring  out  - and  it's  greatly  important,  greatly 

important  - four  top  surgeons  in  the  world  told  me  I'm  inoperable  on 
anything  I've  got. 

VOICE:  I didn't  hear  you. 

SUSSMAN:  Four  top  surgeons  in  the  world,  and  my  cousin  is  one  of  them 

here  he  is,  right  here  - and  they  said,  "Sam,  we  cannot  operate  on  your 
spine.  You'll  either  be  looking  down  at  the  ground  - and  you'll  be  about 
five  foot  four,  looking  down  - or  you  will  have  wheelchair,  or  death."  I 
said,  "No. " So  the  latest  thing  was  Motrin.  Kindly  believe  me  when  I tell 
you  this.  Five  months  ago  I found  out  about  Motrin  from  Mrs.  Holmby.  I 
searched  the  town  of  Tampa  and  couldn't  find  it.  Finally  found  it  in  a 
little,  dinky  drugstore.  When  I said  "dinky,"  it  was  crummy.  And  the  man 
said,  "I  have  your  prescription."  Fine.  "This'll  be  cash.  And  there's  60 
in  a bottle,  and  I only  have  12  bottles.  It'll  cost  you  $50.50  for  60  of 
them."  I will  not  mention  the  man's  name  because  the  Motrin  did  help  me. 
And  I prayed  the  Lord  if  I could  have  one  hour  relief  out  of  24.  Thank 
you. 


VOICE:  May  I say, but  $11.95  for  100. 

SUSSMAN:  Yes,  I have  found  that.  Thank  you,  ma'am. 

ENGLEMAN:  All  right,  Mr.  Sussman.  I gather  that  the  problem  is  that 
your  condition  has  been  called  "stable."  Consequently,  you're  not  eligible 
for  outpatient  care  from  the  Veterans'  Administration.  Again,  I regret 
that  our  Veterans'  Administration  spokesman  is  not  here  today,  but  this 
will  be  called  to  his  attention  tomorrow.  He's  meeting  with  us  in 
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Atlanta,  and  the  precise  definition  of  "stable"  in  rheumatoid  arthritis  is 
what  we  will  be  interested  in. 

Let's  now  proceed  to  Mr.  Pete  Reuter. 


TESTIMONY  OF 
PETER  REUTER 
CLEARWATER,  FLORIDA 

REUTER:  I am  Peter  Reuter,  of  Clearwater,  Florida,  an  active  member 

of  many  organizations,  and  officially  dc  not  represent  any  of  them  today. 
To  name  them:  the  American  Natural  Hygiene  Society,  the  National  Health 
Federation,  the  International  Association  of  Cancer  Victims  and  Friends, 
organic  gardening  groups,  pure  air  and  water  groups,  ecology-related 
groups,  Florida  Conservative  Union. 

The  opening  speaker  said  the  scientists  do  not  know  the  cause  of 
arthritis,  and  that  the  best  care  can  only  arrest  the  advancement  of  the 
arthritis.  I hear  these  same  remarks  from  the  scientists  and  medical 
profession  on  many  of  the  diseases,  such  as  heart  conditions,  colds, 
constipation,  digestive  problems,  etc.  The  third  speaker  also  said,  "No 
cure."  They  say  research  is  necessary  to  find  the  cure. 

As  a layman  with  many  health  problems  most  of  my  first  47  1/2  years  of 
life  (I  am  now  52) , I was  treated  for  each  symptom,  such  as  heart  murmur, 
arthritis  in  my  hands,  low  blood  sugar  and  low  pressure,  digestion  and 
constipation  problems,  hernia  rupture,  wear  eye  glasses,  ringing  noises  in 
my  ears,  etc.  At  47  1/2  years  I heard  of  the  American  Natural  Hygiene 
Society,  which  teaches  there  is  only  one  cause  of  all  organic  ill  health: 
the  individual's  life  style,  plus  hereditary  factors,  are  the  only  cause 
of  our  health  problems,  including  arthritis.  And  conversely,  if  we  alter 
the  life  style  to  remove  the  cause,  all  the  various  symptoms  will  be 
corrected  by  the  self-healing  powers  of  the  body.  I made  changes  in  my 
rest  and  sleep  habits;  increased  exercising,  from  almost  none  to  one  hour 
a day;  revised  my  diet,  from  almost  all  cooked  food  to  one  that  is  90 
percent  unprocessed,  and  of  the  10  percent  that  is  cooked,  the  majority  is 
done  at  home;  became  a person  who  is  now  a positive  thinker,  from  one  who 
was  very  meek  and  negative  in  my  thoughts. 

Therefore,  I suggest  the  Commission  call  on  the  Natural  Hygiene 
Society  through  me,  and  you  will  have  a demonstration  program  that  will 
give  you  the  answers  in  less  than  a year.  It  is  everything  we  do  to 
hinder  the  body's  effort  to  maintain  health  that  determines  our  ill 
health. 

I would  like  to  call  your  attention  to  a few  reports  I have  collected 
from  the  newspapers  that  are  proof  no  research  is  needed  since  there  are 
people,  including  hygienists,  that  know  the  answer.  The  first, 
dieticians:  "Heart  Disease  Reversible,"  in  the  Clearwater  Sun,  November 

21,  1975. 

The  Longevity  Research  Institute  of  Santa  Barbara,  in  a six-month 
study,  changed  people  who  could  walk  only  a few  hundred  feet  to  people  who 
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could  walk  6 to  10  miles  daily,  and  all  began  jogging.  The  heart  patients 
had  many  other  problems  which  had  a rapid  return  toward  normal  health,  and 
occurred  in  patients  with  symptoms  of  coronary  insufficiency  with  angina, 
hypertension,  leg  pains,  diabetics,  arthritis,  gout,  and  other  symptoms  of 
degenerative  vascular  disease.  In  30  days  many  patients  had  improved  to 
the  point  where  drugs  were  no  longer  needed. 

Gentlemen,  why  was  this  Agriculture  report,  written  in  1971  by  the 
U.S.  Department  of  Agriculture  and  state  universities  and  land-grant 
colleges,  suppressed?  It  is  only  available  from  health-minded  groups. 
This  report  lists  the  following  disease  categories:  "Nutrition-Related 
Health  Problems:  Heart  and  Vascular;  Respiratory  and  Emotional  Health; 
Infant  Mortality  and  Reproduction;  Early  Aging  and  Lifespan;  Arthritis  and 
Rheumatism;  Dental  Health;  Diabetes  and  Carbohydrate  Disorders; 
Osteoporosis;  Cbesity;  Anemia  and  other  Nutrient  Deficiencies;  Alcoholism; 
Eyesight;  Cosmetic;  Allergies;  Digestive  Disease;  Kidney  and  Urinary; 
Muscle  Disorders;  Cancer."  Now  what  disease  is  missing  in  this  list? 

Gentlemen,  the  answer  is  not  in  treating  specific  symptoms,  but 
correcting  cause,  as  I stated  before.  Nutrition  is  the  major  cause  for 
most  of  the  health  problems,  including  the  arthritis  problem.  These  two 
reports,  my  natural  hygiene  knowledge,  and  other  reports  I have  seen  all 
give  me  the  confidence  to  state:  Allow  me  to  work  with  this  committee,  or 
take  charge  of  a research  center  on  arthritis,  and  the  results  of  the 
Longevity  Research  Foundation's  six-month  program  (will  be)  discovered.  I 
say,  stop  treating  and  work  in  the  area  of  life-styling  to  correct  the 
cause.  This  is  where  I want  the  money  to  be  spent.  There  has  been  too 
much  research  done  on  drugs  and  insignificant  research.  I have  books  at 
home  on  the  cancer  research  that's  going  on,  and  there's  358  pages  of 
doctors  in  institutes  and  universities  doing  cancer  research,  and  they  are 
categorized  there.  When  you  find  the  categories  on  nutrition,  on  diet,  on 
feeding  patients,  and  this  type  of  thing,  vitamins  and  minerals,  there  is 
less  than  10  pages  of  names  out  of  a total  of  358  pages  of  names. 

Why  isn't  there  more  money,  or  the  majority  of  the  money  being 
researched  on  feeding  this  body?  If  we  put  kerosene  in  the  body,  it’s  not 
going  to  work;  or  put  kerosene  in  our  car,  the  car  won't  work  very  good. 
Put  high-test  gas  in  there,  and  it  works;  and  we  can  do  the  same  with 
nutrition. 

Anyone  in  this  audience  that  wants  help,  I am  available  to  them  at  any 
time . 

Thank  you  for  this  opportunity  to  present  my  views. 

ENGLEMAN:  Thank  you,  Mr.  Reuter. 

We  have  about  five  minutes.  Yes,  Dr.  Jenerick. 

JENERICK:  Will  you  permit  me  to  tell  a story?  In  fact,  some  of  you, 
if  you  were  watching  the  football  game  yesterday,  might  have  seen  this. 
It  happens  the  coach  sent  a play  out  at  a very  crucial  time  of  the  game  to 
the  guarterback,  and  he  told  the  play  to  the  young  fullback,  and  he  said, 
"Go  out  now  and  do  it."  On  the  way,  running  out  there,  the  fullback  forgot 
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what  the  play  was.  When  he  got,  the  quarterback  said,  "What  is  it? 
What'd  the  coach  say?"  The  fellow  says,  "Keep  hustling." 

REUTER:  Does  the  committee  want  to  ask  me  any  questions?  Did  I raise 
any  thoughts  in  their  minds?  We  didn't  ask  about  questions  for  this 
group . 

ENGLEMAN:  Are  there  any  questions  from  members  of  the  Commission? 

Yes. 

SHARP:  I think  just  that  we  do  have  these  materials  on  record  for  us 

to  review  when  we  have  more  time.  If  you  want  to  submit  anything  for  us 
to  review,  we'd  be  glad  to  do  that. 

REUTER:  Well,  I have  submitted,  and  I probably  will  write  something  to 
the  address  - I guess  I would  write  to  this  address  in  here? 

ENGLEMAN:  Yes,  you  can. 

Yes,  Dr.  Donaldson. 

DONALDSON:  For  the  record,  Mr.  Vogt  didn't  identify  the  group  he 

represents . 

ENGLEMAN:  Mr.  Vogt? 

VOGT:  I don' t represent  any  organization,  as  such,  here.  I own  a 
pharmaceutical  corporation,  but  that's  got  nothing  to  do  with  this. 

ENGLEMAN:  Very  good. 

JENERICK:  Someone  asked  why  Dr.  Felts  wasn't  here. 

VOICE:  Is  he  here? 

JENERICK:  No,  he  wasn't  able  to  attend  this  meeting. 

ENGLEMAN:  We  have  about  three  minutes  left,  and  I wondered  if  there 

was  anybody  in  the  audience  that  wants  to  make  any  comment  or  question. 
Yes. 

VOICE:  How  can  you  get  it? 

ENGLEMAN:  We've  just  had  opportunity  to  review  some  of  the  literature. 
REUTER:  He  said  you  have  to  go  to  England. 

ENGLEMAN:  Yes. 

SUSSMAN:  Do  you  know  about  this? 

ENGLEMAN:  We've  just  reviewed  it. 
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VOICE:  My  name  is  Darlene.  For  some  years  I have  been  reading  about 

this  DMSO.  What  ever  happened  to  it?  I have  literature  from  way  back. 

ENGLEMAN:  I don’t  want  to  speak  to  it.  Dr.  Sharp,  do  you  have  any 
experience  with  DMSO? 

SHARP:  I have  had  some  experience  in  the  past,  but  this  was  about 
eight  or  nine  years  ago  in  a control  trial  at  the  Stanford  University  at 
that  particular  time.  We  did  not  achieve  encouraging  results.  Therefore, 
since  we  were  testing  many  ether  drugs,  we  decided  that  it  would  be  more 
appropriate  to  go  on  and  test  other  compounds. 

I think  that,  by  and  large,  there  have  only  been  one  or  two 
specialists  in  this  country  - particularly,  the  experience  at  Oregon, 
which  has  found  that  this  drug  is  helpful.  So  that  I think  the  majority 
of  rheumatologists  in  the  country  have  net  tended  to  think  that  this  is  a 
very  valuable  drug  in  arthritis. 

JOHNSON:  Can  I mention  something? 

ENGLEMAN:  Yes. 

JOHNSON:  I mentioned  in  my  testimony  that  I had  attended  a benefit 
dinner  for  scleroderma  in  New  Castle,  Pennsylvania.  Dr.  Jacob,  at  the 
University  of  Oregon,  has  gathered  enough  data,  and  it's  being  used. 
Where,  I don't  know.  I can  give  you  an  address  where  you  can  find  out  the 
information.  But  he  is  supposed  to  go  to  the  FDA  and  try  again  tc  have  it 
available  to  scleroderma  patients  and  others  by  prescription.  So  if  you 
see  me  after,  I can  give  you  the  address. 

KULCHINSKY:  Is  that  DMSO? 

JOHNSON:  Right. 

KULCHINSKY:  You  can  get  DMSO  for  veterinarians,  but  they're  not  using 
it  on  humans. 

ENGLEMAN:  We  have  time  for  two  more.  I see  two  ladies. 

VOICE:  I would  like  to  know  what  the  Foundation's  feelings  are  about 

acupuncture. 

ENGLEMAN:  We're  not  here  in  behalf  of  the  Foundation.  I think  that 
question  should  be  directed  to  the  officers  of  the  Foundation. 

VOICE:  Would  any  of  the  doctors  care  to  comment  on  it? 

ENGLEMAN:  Anybody  here  want  to  comment  on  acupuncture? 

JENERICK:  The  National  Institutes  of  Health  is  supporting  a number  of 

research  projects  on  acupuncture.  At  the  present  time,  for  every  study 
that  seems  to  indicate  it  works,  there  is  another  study  that  indicates 
that  it  doesn't  work.  Consequently,  it's  not  what  you'd  consider  as  a 100 
percent,  sure- shot  treatment.  People  that  do  get  treatments  may,  in  some 
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cases,  actually  have  their  pain  worsened;  in  other  cases,  only  about  two 
out  of  three  will  actually  get  any  help,  and,  at  that,  the  pain  relief 
might  just  be  for  a day  or  so.  So,  conseguently,  it  can  become  a very 
costly  way  of  treatment.  But  it  is  still  a puzzle  in  the  sense  that  it 
does  work  sometimes,  on  some  people,  with  very  good  results.  And  the 
unpredictability  is  what  creates  the  real  confusion  about  it. 

REUTER:  Could  I reply  to  that? 

ENGLEMAN:  No,  I'm  sorry.  It's  after  one,  and  we  must  leave,  but  we 
promised  this  one  lady  over  here  the  opportunity  to  raise  a guestion. 

GARRETT:  When  the  nursing  question  came  up,  I wondered  if  anyone  had 

ever  considered  incorporating  in  the  student  nurses'  training,  perhaps,  a 
stint  with  home  health  aides  so  that  they  have  some  experience  with,  you 
know,  private  home  care  for  people,  including  arthritics? 

ENGLEMAN:  Marlin,  do  you  want  to  answer  that,  or  Mrs.  Anthrop? 

GARRETT:  Well,  I don't  necessarily  require  an  answer.  But  I just 
thought  it  was  a suggestion  that  might  be  productive. 

ANTHROP:  I think  in  some  of  your  degree  nursing  schools  they  do 

require  the  students  to  go  out  in  what  they  call  an  experience  in  public 
health  nursing,  which  is  dealing  with  people  at  home,  you  see,  home  care. 
That  was  recommended  by  seme  of  the  nurses  from  Wisconsin  very  strongly. 

GARRETT:  I think  that  would  be  productive. 

ENGLEMAN:  Thank  all  of  you  for  all  your  kind  attention.  It's  after 
one,  and  we  just  have  to  leave.  Thank  you  very  much. 
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SUBMITTED  STATEM  ENTS 


ESTHER  L.  ARBEIT MAN 
St.  Petersburg,  Florida 

Sorry  I'd  written  the  enclosed  post  card  but  it  is  quite  difficult  to 
write  more  due  to  the  condition  of  my  fingers. 

I suffer  from  rheumatoid  and  osteo  and  what  is  good  for  one  is  not  for 
the  other.  Only  acupuncture  did  help  very  much. 

Am  looking  forward  to  the  meeting  at  the  St.  Pete  Hilton. 

Can't  begin  to  count  the  progress  of  this  horrid  condition,  tried 
cortisone  shots  but  they  put  on  lbs.  Tried  hot  parafin  treatments,  lots 
of  aspirin  and  other  pain  killers,  but  to  me,  if  I could  afford  it,  there 
is  nothing  like  acupuncture  in  spite  of  the  fact  that  the  medical  society 
does  not  approve  of  and  neither  does  Medicare,  but  I had  done  without 
treatments  for  2 months  and  that  is  wonderful.  If  you  have  suggestions,  I 
am  willing  to  listen. 


IVY  L.  CONNALLY  November  17,  1975 
Tampa,  Florida 

In  1965  I discovered  I had  degenerative  arthritis  of  the  spine, 
resulting  from  a whip  lash  in  my  neck,  due  to  an  auto  accident  a year 
before.  Since  then  it  has  traveled  to  nearly  every  joint  of  my  body  and  I 
live  in  constant  pain.  To  make  matters  worse  my  doctor  has  found  no 
medication  that  will  help,  either  I'm  allergic  to  the  medicines  or  cannot 
take  it  because  of  a diabetic  condition. 

About  two  months  ago  my  right  knee  swelled  up,  and  I was  in  terrific 
pain,  could  hardly  walk.  I went  to  my  doctor,  and  he  told  me  I now  have 
rheumatoid  arthritis  also.  There  was  nothing  he  could  do  for  me  except 
give  me  pain  pills.  We  had  already  tried  everything;  there  is  nothing 
else  he  could  give  me. 

I am  only  one  of  many  thousands  who  suffer  from  this  terrible  disease. 

I give  what  little  I can  to  the  Arthritis  Foundation,  hoping  it  will 
help  in  some  small  way  to  help  find  a cure,  if  not  in  time  to  help  me 
maybe  to  help  ethers.  I think  the  Foundation  is  doing  wonderful  work  and 
should  have  more  support  from  our  Government. 

After  all,  if  our  Government  can  give  billions  to  help  people  all  over 
the  world,  why  net  the  people  of  our  own  country  who  need  help  so  badly. 
I have  spent  thousands  of  dollars  on  doctors,  medicines,  and  etc.  Money  I 
really  cannot  afford,  and  I know  there  are  many  others  in  the  same 
position  as  I am.  Do  we  not  deserve  help? 
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PAULINE  L.  CRAWFORD  November  21,  1975 
Clearwater,  Florida 

Not  being  certain  as  to  how  I can  help  the  Arthritis  Foundation,  other 
than  collecting  for  it  once  a year  as  I have  been  doing,  I feel  I should 
at  least  cooperate  in  some  way.  And  I guess  the  only  way  is  to  recite  my 
own  experience  with  the  disease. 

It  has  been  with  me  for  approximately  twenty-five  years,  twenty-three 
of  which  I have  been  working.  The  disease  has  become  gradually  worse,  and 
I have  had  some  very  conflicting  information  from  various  doctors — none  of 
which  has  been  of  any  help.  When  it  first  developed  (and  an  X-ray 
discovered  it  at  the  base  of  my  spine)  my  very  fine  family  doctor  said 
there  was  nothing  he  could  do  other  than  to  recommend  aspirin  and  to 
eliminate  grapefruit  from  my  diet.  Two  or  three  years  ago  it  was 
discovered  that  I had  a so-called  "carpal  tunnel  syndrome"  in  my  hands, 
but  an  operation  failed  to  alleviate  the  numbness  and  pain.  I mention 
this  because  some  physicians  seem  to  feel  there  is  a relation  between  the 
arthritis  in  my  neck  and  a resultant  pressure  on  the  nerves  of  my  arms. 

The  only  unusual  feature  of  my  case  is  that  it  developed  all  at  once. 
I had  been  to  a wedding  with  my  daughter  in  New  Jersey  and  upon  returning 
to  New  York  had  to  change  to  a subway  to  get  to  my  home  in  Queens.  As  I 
tried  to  go  up  the  subway  stairs  my  legs  felt  like  water  and  I just 
couldn't  manage  it.  That  night  I ran  a very  high  temperature  and  thought 
I had  contracted  the  flu.  But  the  next  morning,  as  I went  to  take  the 
family  dog  down  the  apartment  stairs,  I felt  excruciating  pain  at  the  base 
of  my  spine.  And  it  was  then  I went  to  the  doctor,  feeling  that  in  some 
way  I had  put  something  cut  of  place.  And  it  was  then  that  he  recommended 
the  X-ray  at  St.  Vincent's  Hospital.  Many  years  ago,  during  childbirth, 
I had  had  a broken  coccyx  and  had  difficulty  in  sitting  for  guite  a long 
time . 

Am  not  sure  which  kind  of  arthritis  I have.  When  I really  contracted 
the  flu  during  a very  snowy  and  wintry  time  when  I worked  on  Wall  Street, 
I went  to  the  doctor  and  asked  for  relief.  When  I asked  him  why  I 
couldn't  take  Meticorten  or  some  other  drug,  he  said  I didn't  have  that 
kind  of  arthritis.  But  he  did  prescribe  Cordex  by  Upjohn  for  emergencies. 
I do  not  take  it  any  more.  Just  aspirin  and  a drug  named  Triavil, 
prescribed  by  a neurologist  for  my  hands.  The  Triavil  helps  me  to  sleep 
comfortably,  but  I do  not  take  it  in  the  daytime. 


NORMA  LEITHEAD  October  22,  1975 

Davenport,  Florida 

I am  sending  in  a written  testimony  concerning  my  husband's  case  of 
arthritis  of  the  spine  and  also  spurs  cn  his  spine. 

No  one  in  this  world  knows  how  he  has  suffered.  He's  no  sissy  and  can 
take  a lot  of  pain,  but  it  is  now  getting  unbearable.  He  has  even  thought 
of  taking  his  own  life  because  the  pain  is  so  severe. 
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It  all  started  3 years  ago  this  past  summer  while  we  were  living  in 
Pompano  Beach,  Florida.  He  went  to  a chiropractor  who  took  X rays  and 
told  him  what  his  problem  was  and  said  he  could  help  him.  He  took  32 
treatments  which  didn't  help--in  fact  he  got  worse. 

Then  in  October  1972  the  pain  seemed  to  all  of  a sudden  leave  him  for 
about  8 months. 

In  the  meantime  we  moved  up  to  the  central  part  of  Florida,  where  we 
are  living  now. 

He  has  been  to  two  different  doctors  up  here.  One  in  Haines  City  and 
one  in  Winter  Haven.  Neither  one  helped  him  at  all.  Gave  him  pills  and 
sent  him  home.  They  both  finally  said  there  was  nothing  more  they  could 
do  for  him. 

He  has  suffered  excruciating  pain  since  the  16th  of  July.  He  doesn't 
hardly  get  any  relief  at  all  anymore.  He  has  lost  24  lbs.,  which  he  can't 
afford.  He  has  an  appointment  there  again  in  November. 

He  is  only  47  years  old,  and  he  feels  as  though  he's  becoming  a 
vegetable.  So  far  no  one  has  helped  him  at  all.  He  hasn't  worked  since 
the  16th  of  July. 

The  pain  he  gets  in  his  tack  causes  pain  in  his  chest,  just  like  he's 
having  a heart  attack,  then  it  goes  down  into  his  right  testicle. 

It's  horrible  what  he  goes  through.  Could  you  please  try  to  help  us? 
I'm  begging  for  help  for  him. 

Do  you  know  of  any  operation  that  would  help  him? 

I watch  him  constantly  for  fear  he  will  take  his  own  life. 

He  talked  to  me  very  rationally  and  told  me  if  he  had  to  be  in  this 
kind  of  pain  the  rest  of  his  life,  he  definitely  would  end  his  life. 

He's  such  a good  person,  and  it  tears  my  heart  out  to  see  him  suffer 
so. 


Please  try  to  help  him. 

Write  as  soon  as  possible.  It  will  be  greatly  appreciated. 


MRS.  C.  E.  LUEEBE  November  30,  1975 

Largo,  Florida 

The  letter  regarding  testimony  arrived  too  late  for  me  to  prepare  one. 
However,  I would  like  to  nrake  two  suggestions. 

First  of  all,  may  I say  that  I was  stricken  with  acute  rheumatoid 
arthritis  in  March  1969.  It  was  almost  total,  except  for  my  hands.  I 
understand  this  is  unusual. 
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Livinq  in  Iowa  at  the  time,  I was  in  the  hospital  twice  there,  and 
also  went  through  the  rheumatology  clinic  in  Iowa  City.  My  doctor  in  my 
home  city  was  an  internist  and  believed  in  shots  of  ACTH  as  well  as 
steroids . 

When  my  husband  retired  to  Florida,  I could  not  get  an  appointment 
with  an  internist,  and  the  general  practice  doctor  merely  followed  what  I 
advised  him  I had  been  taking.  My  disease  worsened,  and  I could  only  walk 
with  a cane  in  great  pain.  Fortunately,  a rheumatologist  moved  to  Largo 
from  the  north,  and  I was  able  to  become  his  patient.  He  recommended  hip 
surgery  which  was  a complete  success.  In  time  gold  shots  controlled  the 
arthritis.  I am  now  off  gold  shots  and  on  a minimum  dosage  of 
Prednisolone. 

I have  a large  file  cn  arthritis,  and  in  none  of  these  articles  have  I 
read  of  one  of  my  most  comforting  aids.  That  is  sheet  blankets,  or 
flannellette  sheets,  as  some  people  call  them.  A therapist  made  this 
suggestion  to  me.  Cotton  sheets  can  feel  very  clammy  to  one  with 
arthritis  even  when  an  electric  blanket  is  used. 

The  other  recommendation  I would  like  to  make  is  a scholarship  for 
graduate  doctors  to  continue  their  education  in  the  rheumatology  field,  if 
desired.  There  are  far  too  few  now.  I dread  to  think  what  my  situation 
would  be  if  I had  not  been  one  of  the  fortunate  ones. 


MRS.  T.  KENNETH  MILLER  November  16,  1975 

St.  Petersburg,  Florida 

I have  had  arthritis  for  several  years  now  but  when  I moved  to  St. 
Pete,  Fla.,  I was  very  fortunate  in  finding  a very  good  doctor,  Elbert 
Young,  9th  St.,  St.  Pete,  Fla.  He  gave  me  a newer  medicine  called 
Indocin,  and  this  helped  to  keep  it  under  control.  I have  been  taking  it 
for  a little  more  than  six  years.  He  though  maybe  now  I should  have  a 
change  so  prescribed  Ecotrin  (coated  aspirin)  for  awhile.  One  thing,  I 
just  have  a flare  up  or  acute  attack  once  in  awhile,  then  he  gives  me  a 
shot  of  cortisone,  which  really  does  the  trick,  not  too  often  though.  I 
have  rheumatoid  arthritis,  but  am  very  thankful  as  so  far  it  hasn't 
crippled  me  or  deformed  me.  I only  need  one  tablet  in  the  morning  and  one 
at  retiring. 

Just  wish  there  could  be  a cure  real  soon.  Best  of  luck  to  you  all. 


CORA  L.  MILLSPAUGH  November  21,  1975 

St.  Petersburg,  Florida 

The  Arthritis  Foundation  has  asked  me,  Cora  Millspaugh,  and  many  other 
sufferers  to  say  a word  or  two,  and  I for  one  would  be  glad  and  happy  to 
do  so . 

I have  had  arthritis  and  still  have.  Mine  is  called  osteoarthritis, 
and  recently  had  a calcium  deposit  on  my  left  shoulder. 
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I went  from  medical  doctor  to  doctor,  and  they  all  injected  medicine 
into  it  to  no  avail,  and  had  thereapy  treatments  by  the  dozens  and  still 
could  not  move  my  arm  or  shoulder. 

So  I went  to  the  Arthritis  Foundation  office  on  Ninth  Street  here  in 
St.  Pete.  I told  them  of  my  problems,  and  they  said  I had  better  go  to  a 
specialist  on  arthritis,  which  I did.  His  name  was  Dr.  Ricca  on  Sixth 
Avenue,  South.  He  took  down  my  past  history  and  gave  me  an  injection  of 
fakery  cortisone,  the  pain  was  intense  from  shot.  After  a few  days  I went 
back  to  Dr.  Ricca,  and  he  told  me  that  if  that  didn’t  work,  there  was 
nothing  more  he  could  do  hut  to  send  me  to  a radiology  specialist,  and 
that  was  the  answer  to  my  troubles.  He  gave  me  four  cobalt  treatments 
spaced  over  a week,  when  I first  visited  him.  He  said  it  may  help  and  may 
not,  but  lucky  for  me,  it  helped.  I can  now  move  my  arm  and  shoulder 
without  pain. 

I did  have  a mastectomy  on  February  1974  on  my  left  breast  which  does 
curtail  some  of  my  movements,  but  the  cobalt  treatments  done  by  Dr.  Neil 
really  was  my  answer. 

Let  me  say  in  closing  if  you  need  help,  please  go  to  a doctor  who  does 
specialise  in  your  disease  that  you  have. 

We,  my  husband  and  I,  have  spent  hundreds  of  dollars  on  treatments 
that  did  no  good. 


JEFFREY  E.  POILEY,  M.D.  October  27,  1975 
Orlando,  Florida 

In  response  to  your  reguest  for  an  input  of  ideas  in  regards  to  the 
National.  Arthritis  Act,  I feel  that  the  following  is  important.  Although 
I realize  that  funds  are  necessary  to  increase  the  basic  research  being 
done  in  this  area,  I feel  that  an  appropriate  percent  of  the  funds 
allocated  should  be  used  for  patient  care.  Specifically,  in  the  area  of 
patient  care  I feel  that  funds  might  be  channeled  through  the  Arthritis 
Foundation  for  the  training  of  occupational  therapists  who  might  then  go 
on  lecture  tours  cf  their  areas  demonstrating  home  health  aids  to 
patients,  and  who  might  also  help  patients  who  have  problems  in  their 
individual  cases  with  day-to-day  living. 

I have  found  that  the  lack  of  familiarity  of  a number  of  my  patients 
with  mechanical  self-help  devices  at  times  inhibits  their  spouse’s 
employability.  By  this  I mean  that  if  the  patient  has  sufficient 
knowledge  in-  the  area  of  mechanical  devices  for  self-care,  and  if  funds 
were  available  for  mere  of  these  devices,  again  specifically  in  this  area 
of  the  State,  the  patient's  relatives  would  be  more  free  to  perform  tasks 
other  than  just  caring  for  the  patients. 

There  might  also  be  some  provisions  made  for  home  health  aides  to 
visit  the  patients  in  their  homes  from  time  to  time  to  observe  their 
progress  or  regression  in  day-to-day  living.  A referral  might  then  be 
made  tack  to  the  occupational  therapist  or  to  the  physician. 
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I would  hope  that  when  the  Commission  is  finished  with  its  work,  a set 
of  figures  might  be  published  as  to  the  breakdown  in  the  amounts  of  funds 
recommended  to  be  spent  for  research,  the  amount  to  be  set  aside  for 
patient  care,  and  the  amount  needed  for  the  bureaucracy  and  administrative 
purposes.  I would  also  hope  that  an  accounting  will  be  made  of  the  funds 
shifted  from  other  programs  such  as  the  Regional  Medical  Programs  to  the 
National  Arthritis  Act. 


JANE  RETICKER  November  29,  1975 
Clearwater,  Florida 

After  a fall  frcm  a porch  and  being  unable  to  control  the  pain,  I 
began  doctoring  with  Dr.  Louis  R.  Ricca,  360  Sixth  Street,  So.,  St. 
Petersburg,  Florida,  33701,  phone  1-813-862-7525.  Since  1970,  a year  or 
so  after  the  accident,  it  dawns  on  me  that  I am  getting  progressively 
worse. 

For  the  past  few  years  I have  been  taking  calcium  lactate  10  gr.  TID 
and  Percodan — 1 tablet  for  pain  "as  needed."  I usually  take  one  tablet  at 
9:00  or  10:00  a.m.  and  another  (or  1/2  tablet — depending  on  how  active  I 
may  be  that  day — I do  all  my  own  housework,  including  laundry  and 
cleaning,  and  intend  to  continue  if  at  all  possible) . When  the  pain  again 
becomes  too  noticeable  I need  medication  closer  together.  I have  taken  at 
least  a dozen  or  more  popular  prescription  medicines  including  Darvon, 
Emperin  Compound,  and  various  muscle  relaxants,  Robaxin.  Due  to  the  fact 
that  I have  an  abnormally  low  blood  pressure  and  pulse  many  of  these 
medications  have  a sedatious  effect.  Therefore,  I prefer  Percodan.  I 
realize  this  is  a synthetic  codeine  which  is  fast  acting  and  lasts  for  5 
to  7 hours,  depending  on  my  activity.  I cannot  understand  why  Dr.  Ricca 
insists  that  I have  become  addicted  to  Percodan  and  is  trying  desperately 
to  limit  me  to  one  a day,  which  I can  get  along  with  if  I limit  myself  to 
a day  in  a reclining  chair  or  a bed. 

Three  months  ago  he  suggested  I take  50,000  units  of  Vitamin  D,  which 
I found  incurred  nausea,  diarrhea,  and  a very  dizzy  weakness.  When  I 
reported  this  to  Dr.  Ricca  (I  can't  remember  the  words  he  used)  he  got  it 
across  to  me  that  if  I couldn't  take  the  Vitamin  D he  had  no  other 
suggestions. 

So — What  can  I do?  If  you  have  any  suggestions,  I will  be  most 
appreciative. 


KATHEPINE  DRAINE  November  20,  1975 
Gulfport,  Florida 

Having  learned  that  the  bill  of  the  National  Arthritis  Commission  will 
be  presented  to  Congress  in  January  1976,  I wish  to  state  that  the  federal 
funds  we  hope  will  be  voted,  be  used  in  the  field  of  research  and 
professional  arthritis  education. 


4-115 


St.  Petersburg,  Florida 


December  8,  1975 


It  is  my  intention  to  attend  the  special  meeting  to  be  held  December  8 
in  St.  Petersburg,  Florida,  at  the  Hilton  Hotel,  by  the  Florida  Chapter  of 
the  Arthritis  Foundation.  We  need  help. 


W.  F.  ENNEKING,  M. D.  November  17,  1975 
Gainesville,  Florida 

During  the  past  several  years,  as  a member  of  Surgery  Study  Section  B, 
of  the  National  Institute  of  Health,  Chairman  of  the  Liaison  Committee 
between  the  National  Institute  of  Arthritis  and  Metabolic  Disease  and  the 
American  Academy  of  Orthopaedic  Surgery  and  Director  of  the  Training  Grant 
in  Orthopaedic  Surgery  for  the  National  Institute  of  Health,  I have  been 
actively  concerned  with  the  establishment  of  meaningful  programs  and 
research  directed  toward  arthritis  and  related  conditions  of  the 
musculoskeletal  system. 

The  ravages  of  rheumatoid  arhtritis  and  the  necessary  research  into 
their  causes  and  management  have  been  eloquently  presented  to  you  by  our 
colleagues  in  rheumatology,  and  I strongly  support  them.  Considerably 
less  attention  has  been  directed  toward  seme  of  the  other  areas  covered  in 
the  enabling  legislation,  and  it  is  to  these  areas  that  I wish  to  address 
mysel f . 

Degenerative  arthritis  is  one  of  the  most  common  disabling  condition 
in  the  United  States.  In  the  past  two  decades,  tremendous  advances  have 
been  made  in  the  surgical  reconstruction  of  such  damaged  joints.  Our 
efforts,  to  date,  have  permitted  functional  replacement  in  elderly 
patients,  particularly  in  the  area  of  the  hip.  However,  a tremendous 
amount  of  knowledge  is  required  to  extend  these  initial  efforts  to  other 
joints  in  a satisfactory  clinical  fashion  and  to  perfect  the  involved 
materials  to  allow  their  use  in  many  younger  patients.  This  is  going  to 
require  careful  prospective  long-range  basic  and  clinical  programs  of  an 
interdisciplinary  nature  between  the  orthopaedic  community  and  the 
engineering  profession.  Our  present  limitation  of  knowledge  and  materials 
with  which  we  are  working  is  a severe  constraint  to  relieving  the 
suffering  of  these  patients. 

In  the  past  five  years,  a tremendous  amount  of  information  and  gain  in 
the  care  of  malignant  tumors  of  the  musculoskeletal  system  has  been  made. 
These  advances  j i both  immunology  and  chemotherapy  hold  high  promise  that 
in  the  near  future  we  will  no  longer  be  required  to  perform  mutilating 
amputations,  but  will  be  able  to  do  much  more  conservative  surgical 
removals  of  the  tumors.  Reconstruction  of  these  patients,  who  are 
principally  children,  is  going  to  require  the  concerted  efforts  of  the 
orthopaedic  community,  in  terms  of  joint  transplantation,  large  segmental 
bone  grafts,  and  prosthetic  devices.  Since  we  have  almost  no  knowledge 
about  the  effect  that  the  agents  that  are  effective  in  suppressing  the 
malignant  process  will  have  on  the  reconstructive  efforts,  there  is  a 
great  urgency  in  beginning  to  investigate  these  areas.  This  is,  of 
necessity,  going  to  require  a great  deal  of  programmatic  research,  as  well 
as  establishment  of  a clinical  center  where  this  work  may  be  channeled. 
Since  these  tumors  are  relatively  rare,  very  few  institutions  have 
sufficient  clinical  material  to  conduct  such  prospective  investigations. 
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Thus,  the  need  for  "in-house91  programs  in  orthopaedic  surgery,  within  the 
framework  of  the  National  Institutes  of  Health,  is  abundantly  apparent. 

A third  area  of  badly  needed  investigation  is  the  understanding  of 
methods  of  accelerating  repair  of  injuries  which  are  on  such  an  ever- 
increasing  basis  in  our  society.  The  early  preliminary  works  with 
electrical  stimulation  of  fracture  healing  need  to  be  greatly  extended  in 
depth  by  adeguate  clinical  trials  and  continuation  of  basic  research.  The 
promise  initiated  by  noninvasive  techniques  for  accurately  measuring  the 
strength  of  the  healing  fractures,  that  is  so  closely  tied  to  the  long- 
term rehabilitation  of  these  patients  also  requires  marked  increase  in 
both  clinical  and  basic  investigative  efforts. 

These  three  areas  describe  only  the  highlights  of  many  other  problems 
that  are  sorely  neglected  in  the  support  for  investigation  in  the  areas  of 
the  musculoskeletal  system.  Recognition  of  the  need  has  been  expressed  by 
the  Congress  by  the  establishment  of  the  National  Arthritis  Act,  and  its 
subsequent  establishment  of  your  Commission  on  Arthritis  and  Related 
Musculoskeletal  Disease.  I urge  your  close  attention  to  the  areas 
described  as  related  musculoskeletal  disease.  They  comprise  a group  in 
which  meaningful  research  is  urgently  needed  to  fulfill  the  promise  of 
clinical  leads  now  established.  Implementation  of  these  programs  urgently 
requires  the  establishment  of  an  Orthopaedic  Service  within  the  framework 
of  the  National  Institutes  of  Health,  as  well  as  a marked  increase  in  the 
programmatic  research  support  to  the  NIAMDD. 

NANCY  S.  MOORE  November  19,  1975 

Clearwater,  Florida 

Please  count  my  vote  as  favoring  an  all-out  effort  on  the  part  of  our 
Government  in  providing  funds  for  RESEARCH  in  Arthritis.  Great  strides 
have  been  made  in  Polio,  Cancer,  and  Heart.  Now  let  us  get  some  action 
started  toward  finding  why  Arthritis  is  such  a tragic  crippler  of  young 
and  older  citizens. 

It  can  be  done!  I favor  that  we  allocate  tax  money  for  this  purpose-- 
it  couldn't  be  spent  to  any  better  advantage. 

NORMAN  L.  GOTTLEIE,  M.D.  December  3,  1975 

Miami,  Florida 

This  letter  is  written  to  support  the  establishment  of  an  Arthritis 
Center  in  Dade  Ccunty. 

A large  percentage  of  the  population  residing  in  South  Florida  suffer 
with  chronic  musculoskeletal  disease.  While  this  region  is  fortunate  in 
having  an  active  arthritis  teaching  and  research  program  located  at  the 
University  of  Miami  School  of  Medicine,  the  present  facilities  and  staff 
are  incapable  of  meeting  the  needs  of  the  community.  The  Arthritis 
Division,  as  presently  constituted,  has  an  inadequate  number  of 
rheumatologists,  and  no  physical  therapists,  social  workers,  or  orthopedic 
surgeons.  There  is  no  immunologist  on  the  faculty  to  teach  and  train 
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young  physicians,  or  to  perform  basic  research.  The  only  laboratories 
available  are  those  serviced  by  general  hospitals  and  commercial 
establishments.  Fguipment  and  staff  for  special  immunologic  tests  and  for 
histocompatibility  antigen  typing  are  needed.  Expansion  of  existing  staff 
and  clinical  facilities  is  desperately  needed  to  continue  high  quality 
patient  care  and  employ  new  diagnostic  and  therapeutic  techniques. 

The  Arthritis  Division  at  the  University  of  Miami  has  been  productive 
in  various  research  programs.  However,  the  time  available  for  faculty 
research  activities  is  being  progressively  limited  because  of  inadequate 
funding.  Financial  support  given  to  established  faculty  members  should 
permit  expanded  teaching  and  research  functions.  The  Arthritis  Division 
has  a strong  foundation  upon  which  to  build;  funding  for  an  Arthritis 
Center  will  greatly  improve  the  scope  and  depth  of  clinical  and  basic 
research,  and  broaden  existing  teaching  and  patient-care  capabilities. 


LOUIS  M.  SALES,  M.D.,  F.A.C.P.  October  25,  1975 
Jacksonville,  Florida 

As  a practising  rheumatologist,  unable  because  of  the  pressure  of  my 
practise  to  appear  before  you  in  person  at  St.  Petersburg  on  December  8, 
1975,  I wish  nevertheless  tc  stress  my  feeling  that  the  National  Arthritis 
Act  needs  desperately  tc  be  implemented  and  that  something  must  be  done  to 
developing  Arthritis  Research  and  Treatment  Centers,  particularly  in 
Florida,  but  also  in  many  ether  areas  throughout  the  country. 

At  the  present  time,  some  25,000,000  of  our  Americans  suffer  from  one 
form  or  another  of  the  rheumatic  diseases  and  approximately  5,000,000  of 
these  have  the  disease  in  a form  sufficiently  severe  to  cause  some  degree 
of  crippling  and  disability.  As  matters  now  stand,  most  of  these  must  be 
treated  by  physicians  who  are  not  well  versed  in  rheumatology  and  who  may 
never  even  have  had  any  basic  training  in  this  specialty  during  their 
medical  school  training  or  been  exposed  to  it  after  graduation.  As  a 
consequence,  the  arthritic  in  many  instances,  receives  either 
inappropriate  or  inadequate  treatment  or,  in  many  instances,  no  treatment 
at  all  until  his  disease  is  far  advanced  and  very  little  can  be  done. 
Also,  as  a consequence,  many  individuals  suffering  frem  arthritis  turn  to 
the  quack  and  the  charlatan  and  treatments  which  not  only  allow  their 
condition  to  deteriorate  still  further  but,  in  many  instances,  may 
actually  be  life  threatening. 

Better  than  two-thirds  of  our  medical  schools  have  no  sections  of 
rheumatology  whatsoever,  and  the  number  of  qualified  rheumatologists  for 
the  entire  country  number  some  2500.  What  is  desperately  needed  is  an 
intensive  thrust  which  will  place  well-functioning  and  adequate 
departments  of  rheumatology  in  every  medical  school  in  the  country  and,  in 
addition,  will  set  up  selected  treatment  centers  where  not  only  training 
of  young  men  in  the  field  of  rheumatology  can  be  undertaken  but  where 
adequate  research  in  both  the  field  of  etiology  and  of  therapy  may  be 
carried  on. 
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I envision  such  treatment  centers  as  being  placed  in  strategically 
located  medical  schools  where  they  would  function  as  teaching  centers  for 
the  undergraduate  and  for  the  graduate  physician  as  well.  They  would  then 
be  able  to  tailor  teaching  programs  of  various  lengths  designed  for  the 
practising  physician,  who  has  only  a modest  interest  in  rheumatology,  as 
well  as  more  intensive  training  programs  of  varying  lengths  for  the 
specialists  who  might  wish  to  return  to  such  a center  for  anywhere  from 
two  weeks  to  six  months  or  a year  (depending  upon  their  needs  for 
intensive  refresher  training) . They  could  also  serve  as  diagnostic 
referral  centers  where  difficult  cases  could  be  evaluated,  and  a 
comprehensive  rehabilitation  program  involving  the  rheumatologist,  the 
orthopedic  surgeon,  the  physical  therapist,  the  occupational  therapist, 
the  social  worker,  and  the  various  ancillary  services  could  be  brought  to 
bear  upon  rehabilitating  the  arthritic.  I also  see  such  centers  as 
sending  their  people  out  into  outlying  districts  to  indoctrinate 
physicians  and  other  ancillary  personnel  in  such  areas  in  the  more  modern 
concepts  of  treatment  of  the  arthritic  and  to  help  establish  clinics  and 
treatment  centers  in  those  areas  as  well.  In  some  instances,  where  there 
are  large  cities  with  good  facilities  but  without  any  nearby  medical 
school,  a treatment  center  might  conceivably  be  established  in  areas  other 
than  medical  schools.  Finally,  in  some  instances,  such  as  in  the  case 
here  in  Jacksonville,  there  might  perhaps  be  an  exchange  of  ideas  as  well 
as  training  programs  between  the  nearby  medical  school  (such  as 
Gainesville)  and  a large  medical  center  (such  as  our  University  Hospital 
in  Jacksonville)  where  residents  serve  on  a rotational  basis  between  the 
two  institutions  and  where  members  of  the  two  organizations  travel  back 
and  forth  to  exchange  ideas  and  modes  of  therapy. 

With  the  development  of  such  treatment  centers  we  should  be  able, 
within  a very  reasonable  period  of  time,  to  establish  adequate 
rheumatology  training  programs  at  all  medical  schools,  to  develop  newer 
and  better  methods  of  therapy  to  advance  our  research  in  the  field  by 
leaps  and  bounds,  and  to  develop  satellite  centers  in  smaller  areas  so 
that  the  arthritic,  no  matter  where  he  may  be,  would  have  the  benefit  of 
the  most  modern  therapy  and  would  not  advance  to  the  stage  of  severe  and 
crippling  disability  which  is  now  only  too  commonplace. 


JOHN  H.  TALBOTT,  M.D. 

Miami,  Florida 

I am  John  H.  Talbott,  M. D. , Clinical  Professor  of  Medicine  in  the 
Arthritis  Division  at  the  University  of  Miami  School  of  Medicine.  I 
regret  that  I am  not  able  to  be  present  at  the  hearings  in  St.  Petersburg, 
December  8.  I had  previously  committed  myself  to  a two-day  series  of 
postgraduate  conferences  at  the  Veterans  Administration  Hospital  in 
Fayetteville,  North  Carolina.  Invitations  were  sent  out  several  weeks 
ago,  a number  of  physicians  from  the  community  have  arranged  to  attend  the 
two-day  conference,  and  it  is  impossible  for  the  governing  body  at  this 
late  date  to  change.  Interestingly  enough,  the  postgraduate  course  is 
devoted  exclusively  to  the  study  and  presentation  of  various  types  of 
arthritis. 
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I have  been  interested  in  arthritis  and  rheumatism  since  1932,  when  I 
began  my  studies  at  the  Massachusetts  General  Hospital  in  Boston  following 
an  internship  in  New  York.  These  were  interrupted  by  World  War  II  when  I 
was  on  active  duty.  After  the  war  I became  Chairman  of  the  Department  and 
Professor  of  Medicine  at  the  University  of  Buffalo  School  of  Medicine 
where  I contributed  to  building  one  of  the  stronger  departments  of 
arthritis  and  rheumatism  in  the  United  States.  In  the  1960's  I was  Editor 
of  the  Journal  of  the  American  Medical  Association  and  director  of  their 
scientific  publications.  You  will  recall  that  the  Journal  of  the  American 
Medical  Association  has  the  largest  circulation  of  any  medical  periodical 
in  the  world.  As  Editor  of  JAMA.  I was  responsible  for  the  selection  of  a 
great  number  of  articles  in  the  field  of  arthritis  and  rheumatism.  Later, 
I accepted  the  position  of  Consulting  Editor  of  the  Merck  Manual,  which 
position  is  one  of  two  major  assignments  that  I now  hold.  Merck  Manual  is 
the  medical  text  with  the  largest  circulation  of  any  in  the  Western  World. 
As  Consulting  Editor  I am  certain  that  the  manual  includes  an  adequate 
presentation  of  most  of  the  various  types  of  arthritis. 

During  this  long  period  of  time  I have  published  eight  books  in  the 
field  of  arthritis  and  rheumatism  as  follows: 

Five  Books  on  Gout  and  Uric  Acid  Metabolism,  1943,  1953,  1957,  1964, 

and  1975. 

Two  Books  on  the  Collagen-Vascular  Diseases,  1956  and  1974. 

Progress  in  Arthritis,  with  L.  M.  Lockie  in  1957. 

Several  of  the  above  have  been  translated  into  foreign  tongues. 

During  this  long  professional  career  it  has  been  my  privilege  to  view 
great  changes  in  the  field  of  arthritis  and  rheumatism.  When  I was  a 

medical  student  at  Harvard  Medical  School,  1924-29,  the  teaching  of 
arthritis  was  handled  by  the  Department  of  Orthopedics.  The  teachers  then 
described  only  two  main  types  of  arthritis--the  atrophic  and  the 
degenerative  type.  During  the  1930's,  after  I began  my  studies,  the 
number  of  clearly  defined  types  of  arthritis  increased  somewhat,  and  with 
each  decade  clear  definitions  of  more  types  have  evolved.  Currently  there 
are  more  than  60  types  of  rheumatic  diseases  identified  specifically  and 
by  name  as  recounted  in  the  Primer  on  the  Rheumatic  Diseases,  1973.  And, 
as  recently  as  last  year,  a new  type  of  artl  ‘s  (eosinophilic  fasciitis) 
has  been  added.  There  is  no  feeling  that  „ a end  is  in  sight,  and  I am 
confident  that  with  each  decade,  new  types  of  arthritis  will  be  identified 
either  as  separate  entities  from  former  conditions  or  new  diseases 
discovered. 

When  I 'finished  my  tour  of  duty  as  Editor  of  the  Journal  of  the 
American  Medical  Association  five  years  ago,  I came  to  the  Miami  area, 
motivated  primarily  by  the  belief  that  this  was  a fine  center  for  the 
study  and  treatment  of  rheumatic  diseases.  I am  once  again  full  time  in 
this  specialty  field  and  have  had  no  occasion  to  regret  my  decision. 
Furthermore,  I am  in  a rather  unique  position  of  having  founded  the 
journal.  Seminars  in  Arthritis  and  Rheumatism,  more  than  5 years  ago  and 
have  remained  as  the  solo  Editor.  This  is  an  international  journal, 
publishing  contributions  on  arthritis  and  rheumatism  from  most  non- 
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Communist  countries  throughout  the  world.  It  is  the  only  review  journal 
with  this  broad  a mission. 

In  summary  I believe  that  this  rich  background  and  long  experience  in 
the  field  of  arthritis  and  rheumatism  places  me  in  a position  of  an 
informed  expert  witness.  The  magnitude  of  the  public  health  problems  in 
patient  care  of  the  arthritic  conditions  is  near  the  top  of  the  list  among 
the  various  diseases  that  prove  to  be  great  hazards  to  health  and  welfare. 
The  other  two  great  medical  problems,  cancer  and  heart  disease,  have 
enjoyed  greater  support  but  days  of  ill  health  and  years  of  disability 
probably  are  as  great  among  the  arthritic  conditions  as  in  these  other  two 
better  supported  groups  of  diseases. 

The  Arthritis  Division  in  the  University  of  Miami  School  of  Medicine 
is  an  extremely  active  unit  of  the  Medical  School.  However,  it  is  in 
great  need  of  additional  financial  support  for  its  spectrum  of  activities. 
The  need  is  fcr  greater  service  in  all  its  aspects  than  is  now  available 
to  the  great  number  of  people  in  Southern  Florida,  which  comprise  a group 
of  at  least  1-1/2  million  individuals.  Additional  support  in  the 
establishment  of  an  Arthritis  Center  will  provide  better  patient  care  to 
the  great  number  of  those  who  need  it,  provide  adequate  social  service 
handling  of  many  of  the  arthritis  patients  and  expand  and  provide  greater 
physiotherapeutic  care  to  all  types  of  arthritis.  Equally  important  will 
be  the  expansion  of  the  currently  very  active  research  arm  into  the  cause 
and  treatment  of  the  various  types  of  arthritis. 

I strongly  support  the  proposal  that  an  Arthritis  Center  be 
established  in  Miami  in  conjunction  with  the  Medical  School,  the  South 
Florida  Rheumatism  Association,  and  the  other  interested  parties  in  this, 
the  largest  population  area  of  all  of  Florida. 

I submit  this  report  respectfully. 


HENRY  E.  WINTER  November  17,  1975 
Coral  Gables,  Florida 

Since  I will  be  unable  to  attend  the  reference  public  meeting,  I wish 
to  take  this  opportunity  to  express  my  thoughts  as  to  how  the  National 
Arthritis  Act  should  be  implemented,  at  least  insofar  as  Southeast  Florida 
is  concerned. 


Southeast  Florida,  including  Palm  Beach,  Broward,  Dade,  and  Monroe 
counties,  has  a significant  population  concentration,  e.g.  2,290,000 
persons  per  the  1970  census,  and  projected  to  increase  to  over  3 million 
by  1980.  Dade  County,  the  most  populous  county,  had  1,268,000  persons  in 
1970  and  is  expected  to  reach  1,570,000  by  1980.  Based  on  National 
average  experience,  these  data  indicate  the  number  of  arthritis  sufferers 
to  have  been  250,000  and  140,000  respectively,  for  the  area  and  Dade 
County  in  1970,  increasing  to  about  350,000  and  175,000  respectively  by 
1980. 
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The  Arthritis  Division  of  the  School  of  Medicine  of  the  University  of 
Miami  operates  out-patient  arthritis  clinics  for  indigent  arthritis 
sufferers,  accommodating  approximately  12,000  patient  visits  per  year. 
Several  other  minor  clinics  operate  in  the  area.  In  addition,  fifteen 
gualified  rheumatologists,  trained  at  the  University  of  Miami,  treat 
arthritis  throughout  the  area,  but  there  are  too  few  to  handle  the  large 
patient  load.  The  University  of  Miami's  Arthritis  Division  maintains  an 
effective  research  effort  in  investigating  various  aspects  of  arthritis 
and  also  carries  on  an  intern/fellowship  program  for  training  additional 
rheumatologists. 

In  my  considered  judgment,  resources  available  under  the  National 
Arthritis  Act  should  be  utilized  in  two  basic  ways:  first,  to  establish 
and  maintain  a Regional  Treatment  and  Rehabilitation  Center;  and  second, 
to  support  the  valuable  on-going  research  and  education  activities 
currently  carried  out  by  the  University  of  Miami. 

The  proposed  Regional  Treatment  and  Rehabilitation  Center  should 
logically  be  coordinated  with  the  present  efforts  of  the  University  of 
Miami.  It  would  be  expected  to  serve  overall  Southeast  Florida, 
complementing  the  various  local  facilities  now  existing  or  to  be  developed 
in  the  area.  It  would  provide  better  diagnostic  facilities--a  much-needed 
capability — and  would  make  possible  the  development  of  physical  therapy 
specialists,  thoroughly  versed  in  the  field  of  arthritis.  At  present, 
essentially  all  physical  and  occupational  therapists  are  generalists. 

It  is  essential  that  continuing  financial  support  be  developed  for  the 
present  research  and  educational  programs  at  the  University  of  Miamr. 
Present  grant  levels  are  rapidly  receding  and  with  the  impact  of  inflation 
are  seriously  jeopardizing  these  valuable  programs.  Under  present  trends, 
it  is  anticipated  that  salary  support  for  basic  staff  will  terminate  by 
July  1977,  a serious  prospect  for  the  four  full-time,  dedicated,  and 
efficient  faculty  members. 

Various  important  research  activities  are  underway.  To  mention  only 
one  significant  project — the  investigation  of  osteoarthritis,  the 
degenerative  type,  common  to  older  persons.  The  relatively  great 
proportion  of  older  persons  in  Southeast  Florida  emphasizes  the  need  for 
this  activity.  A sophisticated  physical  chemistry  research  program 
oriented  to  osteoarthritis  has  been  under  way  at  the  university  since 
1968.  Valuable  knowledge  has  been  and  continues  to  be  developed  with 
respect  to  this  crippling  form  of  arthritis.  Numerous  other  valuable 
research  programs  are  also  in  progress. 

The  intern/fellowship  educational  program  at  the  Arthritis  Division  of 
the  University  of  Miami  has  been  a significant  factor  in  the  development 
of  fully  qualified  rheumatologists  to  serve  arthritis  sufferers  throughout 
the  State  of  Florida.  In  Dade  County  alone,  some  eighteen  specialists, 
almost  all  trained  at  that  school,  are  treating  Dade  County  residents. 
Nationwide,  the  training  of  rheumatologists  has  been  sadly  neglected.  It 
is  essential  tc  maintain  this  very  important  work  at  the  University  of 
Miami . 
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For  your  information,  I am  a dedicated  volunteer,  working  with  the 
Arthritis  Foundation  in  three  capacities:  President  and  member  of  the 
Board  of  Directors  of  the  Dade  Ccunty  Division  of  the  Florida  Chapter, 
Senior  Vice-President  and  member  of  the  Board  of  Directors  of  the  Florida 
Chapter,  and  member  of  the  National  Chapter  of  the  Arthritis  Foundation. 

I sincerely  trust  that  my  comments  will  be  of  assistance  in  developing 
a sound  program  to  serve  the  arthritis  sufferers  residing  in  Southeast 
Florida. 


CHRISTINE  D.  RENNIE  November  22,  1975 
St.  Petersburg,  Florida 

Thank  you  for  writing  me  of  this  meeting  at  the  Hilton.  I am  unable 
to  leave  my  home  and,  as  you  see,  it  is  difficult  to  write.  However,  I 
would  like  to  respond  with  your  request. 

A Testimony 

I don't  really  know  what  you  want,  tut  I believe  the  word  means  a 
relating  of  an  experience.  I am  59  years  old  and  have  had  arthritis  for 
30  years.  After  the  birth  of  my  son  and  in  a period  of  two  years,  I had 
progressed  so  rapidly  I was  barely  able  to  walk  and  couldn't  manage  the 
baby,  etc.  The  Leahy  Clinic  said,  "Go  home,  take  your  aspirin,  and  keep 
your  chin  up." 

Then  I moved  to  Florida,  which  didn't  cure  anything  but  is  far  more 
pleasant  than  the  rigors  of  northern  New  York.  I began  cortisone  then  and 
continue  to  take  it,  a total  of  about  25  years.  It  gave  me  perhaps  10 
years  of  pseudc-normalcy--but,  of  course,  I have  also  suffered  the  side 
effects.  I have  had  my  bent  legs  straightened,  walked  some  with  a brace 
to  the  hip,  crutches,  and  wheelchair.  I have  had  ether  surgery  and 
ailments  to  take  their  toll,  and  I can  no  longer  walk,  stand,  sit,  or  lie 
in  bed  in  a normal  fashion. 

We  are  middle-class,  middle-income,  middle-age  people.  We  get  no 
assistance  from  any  source.  Our  economy  is  geared  to  husband  and  wife 
both  working.  I not  only  can't  work,  I am  an  expense.  Therefore,  I 
cannot  avail  myself  of  therapy — nobody  makes  home  visits  of  any  sort,  even 
when  paid  a large  fee.  I must  pay  $28.00  and  go  five  blocks  to  my 
doctor's  office.  I called  over  20  doctors  before  I found  one  who  would 
come  to  my  home--and  he  tells  me  I am  absolutely  his  only  patient  he  will 
see  at  home. 

Three  times  when  I was  hospitalized  the  insurance  company  refused  to 
pay  any  of  my  expense,  because  I have  arthritis.  This  is  surely  an  area 
which  should  be  investigated. 

The  Arthritis  Foundation  leans  heavily  on  research--and  that's  fine-- 
but  I feel  some  part  of  their  funds  should  go  to  help  those  of  us  who  need 
it  now.  How  many  years  have  we  heard  that  bit  about  the  big  discovery 
"just  around  the  corner"?  I still  take  aspirin  and  keep  my  chin  up — from 
10  to  20  aspirin,  365  days  a year  for  over  25  years--a  staggering  heap  if 
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piled  up!  There's  no  "plug"  to  pull  for  an  arthritic — we  just  have  to 
endure — and  watch  our  lives  turn  into  an  existence  and  ourselves  into 
grotesque,  ugly  obligations  tc  our  family. 

If  I were  present  with  you  I could  talk  a full  five  minutes--as  it  is, 
it's  hard  to  write,  and  hard  for  you  to  read. 

It  is  my  deepest  wish  that  in  some  way  this  meeting  may  bring  about 
some  worthwhile  changes  which  will  help  thousands  of  others  in  a situation 
similar  to  mine. 

Middle-class,  middle-age,  middle-income — helpless,  hopeless. 


DOROTHY  BREDENBECK  November  18,  1975 

Clearwater,  Florida 

Letter  from  State  Program  Director,  D.  Holmes,  dated  November  arrived 
today. 


Statement 

1974  - Fall  caused  injury  to  right  foot — arthritis  appeared. 

1974  - Sept.  3 - Fall.  Cracked  left  knee  three  places,  nerve  damage. 

Arthritis. 

1975  - By  December  I could  use  a walker. 

1976  - Walk  without  aid.  Have  arthritic  hands,  arms  above  elbow.  Still 
limping  along. 

Additional  problem.  I am  diabetic,  age  57,  this  poses  another  problem. 
Notified  "Wheelchair  Awareness  Group,"  Shirley  Eckert,  about  the  December 
meeting.  Her  phone-- 726- 5202 . 


GARNET  DAVISSON  November  18,  1975 

Dunedin,  Florida 

Your  letter  relative  to  the  public  hearing  to  be  held  in  St. 
Petersburg  received. 

I am  a very  appropriate  one  to  respond  with  a letter,  for  I have  been 
on  a walker  and  still  walk  with  a cane,  the  effects  of  a recent  arthritis 
inflammation  in  my  ankle.  I had  been  able  to  walk  with  soreness  and  pain, 
but  this  time  I could  not  walk,  and  it  is  a rather  frightening  experience 
to  awaken  and  not  be  able  to  stand  the  pain.  So  I will  be  vitally 
interested  in  continued  research  for  this  crippling  disease  and  its  cause 
and  cure. 

I doubt  that  I will  attend  the  meeting  unless  I recover  rapidly,  which 
I will  welcome.  I trust  you  have  good  response  to  the  program. 
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RUSSELL  VODDE  November  19,  1975 
Kenneth  City,  Florida 

Am  very  sorry  that  I can't  be  with  you  the  morning  of  December  8, 
1 975. 

Due  to  my  severe  problems,  it  would  be  some  kind  of  fete  and  a lot  of 
work  by  others  for  me  to  make  it.  I am  a bedfast  patient. 

We  believe  that  research  is  a must  as  part  of  our  program,  however 
there  is  not  enough  monies  available  at  the  local  level  to  help  us.  We 
think  the  individual  should  be  sought  out  and  helped.  I have  spent  over 
$22,000  myself  to  date  and  received  no  help  from  anyone.  Believe  me,  we 
have  tried.  I've  always  had  insurance,  and  this  figure  is  over  and  above 
what  they  were  able  to  pay. 

I've  worked  as  a volunteer  for  the  "Information  and  Referral  System," 
and  hardly  a day  went  by  that  there  wasn't  an  arthritic  seeking  some  sort 
of  help.  Our  big  problem  is  this:  We  get  a Social  Security  check  and, 
most  of  us,  a small  pension  of  a sort  from  someone.  The  combined  total  of 
the  two  checks  runs  somewhere  in  the  neighborhood  of  $350  to  $400  per 
month.  Then  this  right  away  is  too  much  of  an  income  for  any  social 
service  to  help  any  of  us.  We  know  that  wheelchairs,  crutches,  braces, 
lifts,  hospital  beds,  commodes,  repairing  of  this  equipment.  Also 
doorways  in  homes  made  larger  for  wheelchairs.  Clinics  should  be  set  up. 
Medical  exams,  X rays,  keeping  abreast  of  this  disease  is  so  important. 
Too  many  of  the  arthritics  today  are  leaving  their  health  go  because  of  no 
money.  They  take  aspirin  and  hope  for  the  best.  I'm  sure  I don't  have  to 
tell  you  how  far  $350  or  $400  per  month  goes  today.  The  above  mentioned 
items  are  needed  so  badly. 

I've  had  one  doctor  not  to  charge  me  at  all,  and  I've  had  another  one 
to  charge  me  only  what  the  insurance  would  cover.  While -this  was  but  for 
a short  time,  they  both  understood  the  fact  that  I had  very  little  money. 
Foundation  was  called  upon,  however  there  was  no  help  available.  A lot  of 
people  don't  understand,  but  many  arthritics  develop  heart  problems, 
circulation,  and  kidney  problems.  Twenty  million  of  us,  and  we  need  help 
from  the  local  level  and  the  Federal  Government.  We  have  yearly  fund 
raising  drives  to  seek  more  money  for  our  cause.  We  just  are  not  able  to 
generate  what  is  really  needed.  I know  that  every  field  office  is  working 
very  hard  to  help  and  to  do  what  they  can.  However,  the  Arthritis 
Foundation  needs  money-- just  pure  and  simple! 

From  what  I read,  the  colleges  are  workinq  on  many  projects.  Thank 
goodness  arthritis  is  one  of  them.  As  bad  as  I am,  I still  have  faith 
that  someday  in  my  life-time  there  will  be  a breakthrough.  I think  we 
must  believe  this.  We  have  been  battling  rheumatoid  arthritis  now  for 
twenty  years.  After  a period  of  this  I believe  you  become  somewhat  of  an 
authority  on  what  is  needed  and  how  to  help  people  with  this  dread 
disease. 

Steroids  are  great  but  sooner  or  later  they  will  cause  problems  of  the 
stomach,  as  I have  experienced.  We  need  so  much  research  in  medicine. 
Motrin  is  now  being  used,  tut  we  don't  hear  of  any  great  thing  it  is 
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doing.  Perhaps  it's  too  early.  I don't  know.  A complete  follow-up  on 
Dr.  Roger  Wyburn-Mason • s,  of  London,  England,  find  of  the  medication 
called  Clotrimazole.  We  don't  think  we  should  leave  a stone  unturned. 

My  hat  is  off  to  our  local  people  in  their  struggle  to  help  people. 
But  again  we  get  right  back  to  the  basics — Money! 

I am  one  of  the  very  lucky  ones  that  is  a veteran  of  WW  II.  The 
veterans'  hospitals  and  clinics  have  been  doing  wonders  for  me.  I didn't 
ask  them  for  help  until  I just  couldn't  go  any  further  on  my  own.  They 
are  wonderful  people  and  did  what  they  could  for  me. 

I hope  and  pray  that  I've  made  a point  to  this  Commission  today  as  to  what 
we  believe  could  help  us  in  this  terrible  struggle  for  life  and  some  bit 
of  happiness. 
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PRO  C E E D I N G S 


ENGLEMAN:  I'm  not  going  to  introduce  the  Act  or  the  Commission 
formally  at  this  time.  I think  we  can  postpone  that  until  9:00.  But,  of 
course  we';re  very  concerned  with  your  testimony,  as  it  involves  the  Center 
of  Disease  Control.  We  have  set  aside  a half  hour  for  you,  so  would  you 
proceed. 


TESTIMONY  OF 
DONALD  MILLAR,  M.D. 

CENTER  FOR  DISEASE  CONTROL,  ATLANTA 


MILLAR:  First  of  all,  good  morning.  I'd  like  to  take  a few  minutes  to 
talk  to  you  about  the  community  practice  of  preventive  medicine  in  this 
country.  I said  some  words  of  this  sort  to  a subcommittee  of  your  group 
in  Dallas  some  time  ago,  so  perhaps  it  will  be  redundant  for  some. 

At  this  point  in  U.S.  history  there  is  a tremendous  amount  of  talk 
about  prevention  and  preventive  medicine.  It's  kind  of  like  the  old 
spiritual  song  about  heaven;  everybody  talking  about  it  is  not  going 
there.  I think  it  would  be  good  for  us  to  review  the  practice  of 
community  preventive  medicine  as  it  has  happened  in  this  country  and  look 
at  the  current  delivery  of  preventive  services  on  a community  basis,  in 
hopes  that  it  may  assist  you  in  deliberations  with  regard  to  arthritis. 

It's  important  to  understand  in  this  history  of  preventive  medicine  in 
the  U.S.  that  there  are  certain  constitutional  prerogatives  that  were 
built  in  by  the  Founding  Fathers  and  which  still  operate.  The  13  newly 
emerged  States  decided  to  keep  under  themselves  certain  responsibilities 
and  to  relinquish  to  a Federal  Government  (inaudible)  certain  others. 
Among  the  latter,  of  course,  was  the  maintenance  of  armies  and 
international  relations;  among  the  former  were  matters  relating  to 
disease  control  and  health.  Although  the  Federal  Government  did,  in  fact, 
make  certain  exceptions  to  that — so  that  it  could  take  care  of  some  of  its 
own  wards  and  clientele — those  basic  constitutional  responsibilities  still 
obtain.  Thus,  the  States  are  responsible  for  matters  affecting  disease 
control.  As  a consequence  of  the  Federal  Government  exceptions,  of 
course,  and  its  special  provisions  for  taking  care  of  its  own  clientele, 
the  U.S.  Public  Health  Service  was  founded  in  1798  as  the  service  to  take 
care  of  the  emerging  Merchant  Marine, 

Since  the  beginning,  preventive  medicine  in  this  country,  in  large 
part,  has  been  practiced  in  the  public  sector  as  a responsibility  of  state 
and  local  health  departments.  Local  boards  of  health  and  departments  of 
health  were  established  in  the  larger  dities  in  the  late  1800s,  but  the 
first  state  health  department  was  established  in  1869.  By  1913,  every 
state  had  a health  department.  The  development  of  local  health 
departments  was  quite  variable  in  the  Eastern  States,  particularly  in 
larger  urban  areas  where  strong  local  health  departments  developed  either 
parallel  to  or  actually  preceding  state  health  departments.  But  in  other 
parts  of  the  country,  especially  west  of  the  Mississippi  and  in  sparsely 
populated  areas,  there  is  today  essentially  no  local  health  structure,  so 
the  state  health  department  manages  whatever  disease  control  activities 
are  undertaken. 
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In  World  War  I,  the  Federal  role  in  disease  control,  if  you  will,  took 
a rather  drastic  change  in  direction.  Prior  to  1918,  the  Federal 
Government  had  been  involved  in  disease  control,  usually  in  one  of  two 
ways;  either  in  the  control  of  urban  epidemics  which  were  imported  from 
outside  the  country-and  here  we're  speaking  primarily  of  cholera,  yellow 
fevor,  plague,  and,  to  a lesser  extent,  smallpox — or  in  the  matter  of 
investigating  the  epidemiology  of  certain  conditions  so  that 
recommendations  could  be  made  concerning  its  control.  The  classic  examples 
here  would  be:  plague  in  the  United  States,  hookworm  control  in  the 
Southern  States,  the  unraveling  of  Rocky  Mountain  spotted  fever — but  here 
the  emphasis  was  primarily  on  understanding  the  disease  process  rather 
than  actually  establishing  mechanisms  for  its  control. 

In  1918  there  was  a significant  change.  Many  recruits  were  mobilized. 
These  men  were  placed  in  relatively  few  locations  along  the  eastern 
seaboard,  and  soon  it  was  fairly  obvious  that  such  concentrations  of 
people  represented  a significant  hazard  to  the  surrounding  civilian 
population.  In  1918  the  Federal  Government  provided  to  states  the  first 
disease  control  grant,  called  the  "(Extracontainment)  Disease  Control 
Grant."  The  State  Health  Department  of  Virginia  received  the  first  one 
which  was  to  be  used  to  set  up  disease  control  activities  around  the 
military  establishments  on  the  lower  peninsula.  This  is  interesting 
because  the  Army  and  the  Public  Health  Service  competed  head-on  for  the 
privilege  of  being  in  charge  of  that  activity  at  the  Federal  level.  The 
Public  Health  Service  won  out,  and  since  that  time  the  Public  Health 
Service  has  been  the  leading  figure  in  disease  control  as  it  affected 
civilian  population.  They  took  a look  around  at  the  problems  that  were 
occurring,  and  it  was  obvious  that  the  primary  one  was  venereal  disease. 
The  subsequent  year  the  Venereal  Disease  Control  Division  of  the  Public 
Health  Service  was  formed  and  enjoyed  a brief  three-year  existence  with 
granting  authority.  It,  indeed,  made  some  disease  control  grants  to  states 
during  that  period.  After  the  War,  the  granting  authority  was  abolished 
and  was  not  re-established  again  until  1939.  However,  with  the  World  War 
II  coming  on  again,  VD  control  became  active,  making  grants  to  states  for 
VD  control  activities. 

After  World  War  II,  the  Tuberculosis  Control  Division  was  formed  and, 
again,  in  due  course  got  into  the  grant  business.  In  1962,  the 
Vaccination  Assistance  Act  made  possible  the  immunization  grants  to  state 
health  departments,  and,  indeed,  in  this  period — in  the  early  sixties — 
there  was  a large  proliferation  of  programs  based  on  the  project  grant 
mechanism  which  sought,  by  giving  monies  to  state  health  departments,  to 
establish  certain  disease  control  activities.  Of  course  there  had  been 
tremendous  progress  in  VD  and  TB  and  immunization,  but  these  newer 
activities  coming  in  could  not  show  similar  gains.  As  you  are  well  aware, 
the  heart  disease  control  came  in,  chronic  disease  activities,  but  none  of 
these  were  able  to  show  the  fairly  dramatic  results  of  VD , TB,  and 
immunization  activities.  Hence,  there  was  a disenchantment  in  the  mid 
sixties  with  a whole  concept  of  project  grants.  This  culminated  in  the 
passage  of  legislation  known  as  the  Partnership  for  Health,  which  was  an 
attempt  by  the  Federal  Government  to  consolidate  all  of  its  project 
granting  activities  to  the  states  into  singular  formula  grants.  They  were 
largely  successful  in  doing  that  to  all  except  VD  and  immunization 
activities,  which,  even  under  the  Partnership  for  Health,  maintain 
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themselves  as  separate  categorical  programs.  But,  the  ensuing  process  of 
decategorizaticn,  decentralization,  and  politicization  of  the  Public 
Health  Service  after  the  Partnership  for  Health  Act  ushered  in  an  era  of 
declining  support  of  disease  control  activities,  an  era  we  have  yet  to 
emerge  from.  Of  course,  this  declining  support  has  been  further 
aggrevated  by  the  inflation  of  medical  care  costs  and  the  increasing 
proportion  of  those  costs  which  is  directly  borne  by  Federal  monies. 
After  the  Partnership  for  Health,  the  then  existing  VD,  TB,  and 
immunization  programs  were  consolidated  here  at  CDC  in  an  organization 
known  as  a State  and  Community  Services  Division,  which  subsequently  was 
reorganized  and  renamed  the  Bureau  of  States  Services.  That  was  a 
consolidation  of  three  previously  existing  separate  disease  control 
programs,  all  of  which  were  involved  in  grants  to  state  health 
departments.  Then,  in  the  seventies,  the  Lead  Based  Paint  Poisioning 
Control  Program  was  established;  then  it  and  the  Urban  Rat  Control  Program 
were  located  at  CDC  in  1973.  That  brings  us  up-to-date  in  terms  of  CDC's 
disease  control  activities  that  involve  state  and  local  health 
departments. 

I'd  like  to  say  a word  about  the  various  things  that  are  actually  done 
in  consequence  of  project  grant  programs  in  the  states.  In  so  doing,  one 
comes  immediately  to  the  Public  Health  Advisor,  which  is  a particular 
health  worker,  a concept  pioneered  by  the  Federal  Government  and  most 
especially  by  CDC,  and  a very  integral  figure  in  the  practice  of  community 
preventive  medicine  in  this  country.  The  Public  Health  Advisor  is  not  a 
physician.  He's  a health  worker,  generally  with  a liberal  arts  college 
background,  who  comes  into  the  Public  Health  Service  after  college  and 
receives  some  on-the-job  training;  first  of  all  in  epidemiology,  field 
investigation,  and  then,  subsequently,  as  need  dictates,  in  principles  of 
management.  Though  a Federal  employee,  the  Public  Health  Advisor  is 
assigned  to  a state  or  a local  health  department  and  in  that  environment 
takes  his  day-to-day  orders  from  the  responsible  health  officer.  Because 
of  the  Federal  opportunity  in  employment — that  is  to  say,  our  capability 
to  assign  such  men  to  essentially  any  state  or  local  health  department  in 
the  country — this  individual  is  likely  to  have  had  a broad  experience  in 
public  health  fairly  soon  in  his  career.  Also,  because  of  the  existence 
of  the  Federal  personnel  system,  we  are  in  a better  competitive  position 
with  respect  to  disease  control  workers  than  any  single  State  health 
department  would  be.  As  a consequence,  these  Public  Health  Advisors  who 
are  on  the  Federal  payroll  are,  in  general,  likely  to  be  high  quality 
people.  The  states  request  assignment  of  such  people,  and  they  are 
assigned  to  the  states  on  the  following  basis;  If  their  work  is  not 
satisfactory  or  there  are  any  other  reasons,  personal  or  whatever,  for  a 
man' s not  being  acceptable  to  the  State,  that  man  can  be  removed  within  24 
hours  simply  by  a call  to  us  from  the  State  Health  Officer.  Yet  despite 
the  fact  that  these  people  are  assigned  at  the  (inaudible)  of  the  state 
and  that  the  state  pays  out  of  its  grant  monies  for  such  people,  we 
annually  have  considerably  more  requests  for  their  assignment  than  we  can 
fill  because  of  our  own  personnel  ceilings. 

The  first  Public  Health  Advisors  were  assigned  in  the  field  in  1948 
with  the  Venereal  Disease  Control  Division;  and  the  Assistant  Director  for 
Operations  of  CDC,  Mr.  William  Watson,  is  one  of  that  first  cohort.  As 
these  other  grant  programs  were  established,  they  too  began  to  use  Public 
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Health  Advisors  recruited  primarily  from  the  ranks  of  the  VD 
investigators;  and  then  they  were  given  certain  management  training  and 
exposure  to  disease  control  techniques  in  other  areas.  Today  we  have 
approximately  750  Federal  Public  Health  Advisors  assigned  in  the  field, 
and  they  are  assigned  to  every  state  health  department  and  every  major 
urban  health  department  in  the  country.  In  addition,  there  have  of  course 
been  hundreds  of  others  not  now  with  us  who  have  gone  on  to  other  aspects 
of  both  the  Federal  health  structure  and  local  and  state  health 
departments.  I wanted  to  make  that  clear  to  you,  because  I think  the  750 
Public  Health  Advisors  in  the  field  in  this  country  represent  a resource 
that  is  not  readily  appreciated  by  a lot  of  people  who  are  interested  in 
accomplishing  something  in  preventive  medicine. 

For  the  rest  of  the  time  available,  I'd  like  to  say  a word  about  our 
generic  approach  to  disease  control  and,  hopefully,  offer  some  thoughts 
that  bear  on  your  deliberations.  We  consider  that  our  business,  disease 
control,  involves  a partnership  with  the  constituted  health  agencies. 
They  are  our  primary  clientele.  Although  we  deal  with  academia  and  also 
with  voluntary  agencies  and  anybody  else  who's  interested  in  disease 
control,  our  partners  and  the  folks  that  we  consider  our  clientele  are  the 
state  and  local  health  departments. 

In  all  the  programs  that  I have  so  far  discussed  with  you,  the  primary 
strategy  is  to  interrupt  transmission.  Now,  you  will  recognize 
immediately  that  this  terminology  is  drawn  from  communicable  disease 
control,  and  I make  no  apoligies  for  it.  I think  we  can  show  that  the 
concept  is  quite  applicable  to  noncommunicable  problems.  But  by 
interrupting  transmission,  I mean  to  change  or  disturb  those  set  of 
factors  that  produce  the  illness  or  produce  a complication  of  the  illness, 
if  we're  speaking  of  secondary  prevention.  And  in  so  doing,  we  can  talk 
about  the  tactics  involved  in  disease  control  as  being  primarily  of  two 
sorts,  which,  taken  together,  constitute  one  entity;  surveillance  and 
containment.  Surveillance  being  the  detection  of  a disease  by  whatever 
source  and  the  reporting  and  analysis  of  data  relating  to  the  disease; 
containment  being  a matter  of  identifying  those  people  who  are  at  risk  of 
developing  the  condition  involved  and  then  applying  to  those  people  a 
preventive  intervention  that  is  appropriate  to  prevent  their  developing 
the  undesired  condition. 

Just  as  a matter  of  organizational  interest,  the  Bureau  of  State 
Services  has  organized  along  lines  that  reflect  the  historical  information 
that  I have  already  given  to  you.  All  of  these  programs  have  certain 
things  in  common  which  we  might  quickly  look  at.  They,  of  course,  all 
emphasize  prevention;  they  all  support  the.  constituted  health  agencies; 
they  all  assist  the  delivery  of  preventive  health  services  primarily  to  a 
common  high  "risk  group,  that  is  principally  the  poor  and  near  poor  in  our 
society.  All  these  programs  involve  grants  of  money  to  the  states;  all 
involve  public  health  advisors  assigned  in  the  field  in  lieu  of  grant 
monies;  all  of  them  conduct  operational  research;  and,  of  course,  all 
conduct  evaluation  activities.  So  there  are  those  common  threads  that  run 
through  all  of  these  programs.  I might  add  that  although  three  of  these 
programs  involve  classical  communicable  disease  control  (VD,  TB  and 
immunization) , the  fourth.  Environmental  Health  Services,  does  in  fact 
address  two  problems  which  are  not  traditionally  communicable  disease 
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problems;  one  being  lead-based  paint  poisioning  in  children  in  urban  areas 
and  the  other  being  urban  rat  control.  Yet,  generically,  the  approach  to 
these  problems  can  be  made  guite  easily  to  fit  this  model. 

I'd  like  to  say  a couple  of  words  about  where  we  have  been  and  where 
we're  going  in  preventive  medicine,  because  I recognize  that  our 
experience  has  been  somewhat  narrow  in  terms  of  being  principally 
communicable  disease  control  and  also  disease  control  problems  that  can  be 
made  to,  more  or  less,  align  with  the  communicable  disease  control  model. 
But,  in  the  past,  community  preventive  medicine  in  this  country  has 
primarily  addressed  specific  problems  with  specific  vulnerabilities.  So, 
the  type  of  prevention  that  could  be  applied  could  be  quite  narrow  and, 
again,  quite  specific;  for  the  most  part  primary  prevention  with  a clearly 
health-oriented  character.  Applying  preventive  intervention,  at  least 
until  this  point  in  history,  has  generally  been  a matter  of  financing  and 
delivery  by  the  constituted  agencies--Federal , State,  and  local--in 
conjunction  with  private  and  voluntary  groups  locally.  In  terms  of 
personal  responsibility,  so  far  disease  control  has  required  not  very  much 
of  the  citizen:  his  attention  for  a few  minutes  to  get  an  immunizatibn  or, 
at  most,  his  attention  to  stay  on  an  anti-tuberculous  drug  for  a year. 

The  results  of  these  activities  on  disease  prevalence  have  been 
dramatic  and  quite  visiDle  to  the  ordinary  citizen.  All  we  have  to  do  is 
think  about  the  difference  between  poliomyelitis  prevalence  in  1953  and 
today,  for  instance,  to  see  that  the  chanqe  has  been  most  dramatic  and 
clearly  visible  to  an  ordinary  citizenry.  I might  say  that  I think  we  had 
done  all  of  the  programs,  addressing  all  of  the  problems  with  specific 
vulnerabilities  of  that  sort.  What  we're  looking  at  now  in  disease 
control  for  the  future  is  something  that  I think  is  what  we're  talking  of 
when  we  talk  about  arthritis.  That  is,  programs  in  which  the  objectives 
will  be  in  control  of  conditions  that  have  multifactorial  causation 
without  specific  vulnerablities  in  which  the  type  of  preventive 
intervention  .will  have  to  be  several  nonspecific  addressing  multiple 
causes  of  different  ways.  They  may  not  even  be  health  efforts,  by-and- 
large. 

The  biggest  impact  we've  had  on  mortality  in  this  country  in  the  last 
five  years  has  been  reducing  the  speed  limit  to  55  miles  an  hour.  So  many 
of  the  things  in  the  future  will  involve,  as  Dr.  Sensor  puts  it,  social 
engineering,  which  is  largely  outside  the  health  field.  The  application 
of  intervention  methods  in  the  future  will  increasingly  involve  complex 
combines  of  private  service  delivery  systems,  public  agencies,  voluntary 
support  groups,  and  what  have  you.  Personal  responsibility  will  have  to 
be  substantially  increased  in  the  diseases  we'll  now  try  to  control. 
Behavior  changes  that  go  to  the  very  root  of  life  styles  will  necessarily 
be  part  of  the  solution  of  many  of  the  problems  that  confront  us  now  that 
are  said  to  be  preventable.  I think  the  results  of  these  activities  in 
the  future  are  going  to  be  diffuse;  they  are  going  to  be  difficult  to 
monitor;  they  are  going  to  be  indirect;  and,  significantly,  they  are  not 
going  to  be  terribly  well  appreciated  by  the  voting  citizen  in  the  street. 
This  means  that  all  in  all,  as  we  move  into  these  new  areas  we're  going  to 
require  administration,  coordination,  and  motivation  effort  with  which 
we've  never  had  to  deal  before. 
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In  your  considerations  about  arthritis  I think  there  are  some  things 
that  would  bear  considering.  We're  really  talking  about  health  analysis 
and  planning  for  preventive  services.  I'd  like  to  share  a couple  of 
thoughts  with  you  that  have  been  useful  to  us  on  this.  Analysis--we' ve 
used  being  a separation  of  a whole  of  a problem  into  its  component  parts 
and  then  the  examination  of  a complex,  its  elements  and  their  relations. 
Let  me  give  you  an  example  of  such  an  analysis  that's  useful.  These  are 
overall  measles  immunization  levels  by  county  in  1975,  but  let's  overlay 
some  economic  realities  and  take  another  look.  We  find  that  although  the 
overall  rate  was  quite  acceptable,  as  tremendous  disparity  in  our  society 
based  on  social  economic  level,  among  the  poor  the  immunization  levels  are 
truly  very  dangerous.  But  that  not  only  applies  to  immunization;  if  you 
look  at  infant  mortality  you  see  precisely  the  same  pattern;  if  you  look 
at  something  as  disparate  from  that  as  cancer  mortality,  you  find,  again, 
a very  similar  pattern.  The  point  here  being  that  we  have  to  begin  to 
break  the  problem  down  and  look  at  who  is  really  at  risk  and  at  greatest 
risk  before  we  can  plan  any  intelligent  community  approach.  And  planning, 
of  course,  is  the  application  of  rational  decision-making  to  the 
commitment  of  future  resources.  There  I think  we  have  to  answer  three 
questions:  Where  are  we  now?  Where  do  we  want  to  go?  How  will  we  know 
when  we're  getting  there?  These  things  are,  I think,  of  vital  importance, 
and  they  are  particularly  important  to  you  because  your  responsibility  is 

. You've  really  got  to  decide  what  is  going  to  be  done  about 

arthritis  and  who  is  going  to  do  it.  I think  that,  as  Peter  Drucker  said, 
it's  more  important  to  be  doing  the  right  thing  than  to  be  doing  things 
right.  I don't  envy  you  your  task  in  this;  I don't  see  that  arthritis 
offers  the  opportunity  for  really  dramatic  success  in  a hurry.  Yet  the 
problem  is  so  massive  and  so  prevalent  that  small  gains  on  several  fronts 
would  certainly  produce  an  immense  contribution.  My  mother  is  an 
arthritic,  and  although  she's  six  years  younger  than  my  father,  she  is 
obviously  much  less  capable  of  enjoying  life  than  he  is.  I think  there's 
no  question  but  what  all  of  us  would  like  to  see  something  truly  effective 
done  in  the  arthritis  field.  The  question  is;  What  is  the  right  thing,  or 
set  of  things?  I think  this  is  really  important--George  Washington  said 
it  best,  I think.  He  said,  "Government  is  not  reason;  it  is  not 
eloguence;  it  is  force  like  fire;  it  is  a dangerous  servant  and  a fearful 
master.  Never  for  a moment  should  it  be  left  to  irresponsible  action." 

Your  responsibility,  I think,  is  to  provide  to  the  Government  some 
very  sound  reasoning  and,  so  far  as  possible,  prevent  it  from 
irresponsible  action. 

Thank  you.  I'd  be  glad  to  answer  any  questions,  but  I have  used  up 
all  my  time. 

ENGLEMAN:  We're  here  obviously  because  somebody,  somewhere,  somehow, 
thinks  that  the  CDC  may  help  us  in  cur  efforts  to  solve  our  problems.  I 
haven't  heard  any  examples  as  to  how  CDC  can  help.  You  must  have  some 
thoughts  along  these  lines. 

MILLAR;  I tried  to  describe  the  existence  of  the  system  of  Federal, 
State,  and  local  partnership  in  the  delivery  of  community  preventive 
programs  to  draw  a dry  broad  context  in  which  I think  specific  help  could 
be  provided.  But  I think  we  need  to  define  what  it  is  that  needs  to  be 
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delivered,  and  then  I think  we  would  be  in  quite  a good  position  to  let 
you  know  how  we  could  fit  into  that  particular  delivery.  Let  me  retreat 
to  the  Lead- Based  Paint  Poisioning  Control  Program,  which  I think  is 
perhaps  the  closest  to  the  arthritis  problem  in  that  we  have  a disease 
that  is  multifactorial  in  cause  in  that  kids  get  lead  poisioned  from 
various  sources.  The  kid  who  has  preclinical  lead  poisioning  must  be 

identified  in  the  community,  then  directed  to  a source  which  will  either 
treat — if  treatment  is  necessary--or  make  some  alteration  in  the 

environment — if  that  is  necessary — and  then  provide  for  adequate  follow-up 
to  that  patient  over  time.  I think  that  that  system  has  distinct 

analogies  to  the  problem  of  arthritis,  and  I think  once  we  have  an 

appreciation  of  what  we  are  screening  for,  what  will  happen  to  those 
people  when  they  are  identified  at  various  stages  of  development,  and  what 
sort  of  follow-up  they  need,  I think  then  we  can  talk  about  how  our 

particular  expertise  could  be  brought  to  bear  to  facilitate  that. 

ENGLEMAN:  Batchelor. 

BATCHELOR:  I would  venture  two  points  in  helping  Dr.  Millar  respond  to 
your  question.  First,  I want  to  refer  to  the  fact  that  Dr.  Millar  did 
take  the  trouble  to  come  meet  with  a small  group  of  us  in  Dallas  some 
months  ago  where  we  had  a chance  to  see  something  of  the  process  that  he 
has  described  for  you  here;  namely,  the  efforts  of  a regional  office  to 
pull  together  the  range  of  responsibilities  that  he  has  described.  In 

particular,  we  have  an  opportunity  to  see  some  of  these  young  persons 

working  as  public  health  advisors  and  to  get  some  sense  of  their 

contribution  as  a whole. 

I will  be  talking  to  the  Commission  at  greater  length  about  this  and 
the  setting  of  this  afternoon's  deliberations  at  our  business  meeting  when 
we  come  to  look  at  the  section  of  the  Act  that  has  to  do  with  the  survey 
of  state  and  local  programs  and  their  coordination,  which  is  just  the  jest 
of  what  Dr.  Millar  has  been  saying.  My  second  point,  and  I can  be  briefer 
here,  is  that  the  Diabetes  Act  that  set  up  a parallel  commission  effort 
has  specifically  involved  the  CDC  in  their  control  programs.  With  the 
understanding  of  the  CDC,  I would  like  to  make  available  to  the  Commission 
members  some  of  the  draft  material  that  has  passed  back  and  forth  between 
CDC  and  the  Diabetes  Commission  as  they  work  out  what  this  might  mean  in 
practi^  :. 

ENGLEMAN:  Any  other  questions  from  the... yes. 

VOICE:  Can  I ask  Dr.  Millar,  does  he  see  any  difference  between  the 
activities  of  your  public  health  advisors  in  relationship  to  arthritis, 
diabetes — and  I also  assume  that  you  are  also  responsible  towards  the 
dental  prevention  too  (inaudible) ? 

MILLAR:  Any  difference  between  those  activities  and... 

VOICE:  Yes;  what  deeds  they  would  be  doing  in  the  community  with 

regard  to  those  three  different  types  of  conditions. 

MILLAR:  Primarily  we  view  the  role  of  the  Public  Health  Advisor  in 
areas  such  as  dental  disease  prevention,  diabetes--if  that  transpires — as 
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being  primarily  one  of  coordination  of  identifying  what  the  resources  are, 
who  is  in  the  field,  who's  doing  what,  and  then  in  good  old  Government 
bureaucratize,  facilitating  the  linkages  that  may  or  may  not  exist  between 
those  various  groups.  I might  say  it  is  only  in  the  VD  field  where  public 
health  advisors  function  primarily  as  technicians.  There  they  carry  out 
the  epidemiologic  process  of  interviewing  patients,  identifying  contacts, 
locating  the  contacts,  and  getting  those  people  treated  before  they 
themselves  become  ill.  But  in  the  rest  of  the  programs  we  have  talked 
about,  the  role  of  coordination  and  management  is  preeminent,  with 
somebody  else  doing  the  technical  aspect. 

VOICE:  So  you  therefore,  the  (inaudible)  of  arthritis — you'd  see  the 
advisors  in  the  main  as  a coordinator  or  utilizer  of  existing  resources 
within  the  community. 

MILLAR:  That  would  be  my  fantasy  at  this  point. 

VOICE:  The  cancer  control  programs  do  also  seek,  in  doing  this, 
utilize  the  CDC  public  health  advisors  in  their  coordination  program? 

MILLAR:  They  are  not  as  yet  utilizing  those  assigned  to  CDC,  but  I 
think  they  have  explored  the  concept.  Dr.  Simpson,  did  you  have 
something? 

SIMPSON:  I think  that  to  expect  proliferation  of  staff  in  Government 
is  favorable  (inaudible),  and  I think  it's  the  question  of  seeing  similar 
(inaudible).  I'd  like  to  point  out  that  I see  the  Governmental  role  in 
disease  control  being  one  of  assuring  that  something  gets  done.  Not 
necessarily  doing  it,  but  assuring  that  things  are  recommended  for  all — 
partly  available  to  all.  The  Government  would  only  step  in  as  the  last 
resort  when  other  resorts  cannot  do  the  job.  I think  this  is  what  so  many 
of  our  (inaudible)  because  not  in  the  city  health  departments  have  some 
large  staff  (inaudible)  to  be  assuring,  making  available  rather  than  the 
actual  doing  itself. 

ENGLEMAN:  Yes,  Dr.  Sharp. 

SHARP:  In  some  states  where  we  have  held  hearings,  statewide  task 
forces  on  arthritis  are  currently  being  created  because  as  far  as  we 
understand,  the  existing  health  department  structures  have  not  been  able 
to  provide  all  of  the  apparently  needed  resources  in  arthritis.  I wonder, 
how  do  you  look  on  this;  would  you  have  any  objections  to  this;  is  this 
something  that  there  will  be  a cooperative  effort  between  such  Federal 
task  forces  and  whatever  state  health  departments  or  personnel  are 
available  that  might  link  CDC? 

MILLAR:  Absolutely.  There's  no  question  about  it  that  state  health 
departments  are  valuable;  there  are  some  that  are  terrific;  and  there  are 
some  that  are  not  so  terrific.  We  have  in  the  immunization  field  opted  to 
encourage,  support  and  organize,  in  some  instances  state  task  forces — 
although  they  are  called  by  a different  name — to  coordinate  our 
immunization  action  month  activity.  For  the  past  three  years  we  have  been 
engaged  in  a nationwide  campaign,  which  has  a peak  period  of  emphasis  each 
October,  to  point  out  the  fact  that  without  iron  lungs  and  crutches  and 
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braces  on  every  hand  we  quickly  forget  that  polio — poliomyelitis  control 
depends  upon  polio  vaccination.  And  this  effort,  which  is  basically  a 
public  information  education  effort,  is  carried  out  in  every  state;  and  in 
every  state  there  is  an  Immunization  Action  Month  Coordinating  Committee 
which  involves,  I would  suspect,  the  same  sort  of  people  that  are  involved 
in  the  arthritis  task  forces.  They  work  with  the  health  department,  but 
they  bring  in  a great  deal  more  to  the  health  department  activity  in  terms 
of  voluntary  participation.  At  the  national  level  there  are  over  70 
organizations,  varying  from  the  B'Nai  E'Rith,  the  American  Academy  of 
Pediatrics — all  of  whom  are  members  of  this  group.  So  this  concept  is 
quite  good,  and  in  areas  where  a health  department  is  not  necessarily 
strong,  it  can  actually  have  a great  deal  of  influence  on  improving  the 
quality  of  activities  done  in  that  state. 

SHARP:  If  the  health  department  is  not  apparently  very  aggressive, 
would  it  be  possible,  do  you  think,  for  CDC  to  have  some  impact  on  them  to 
make  them  cooperate  more  actively  with  an  arthritis  task  force? 

MILLAR:  We  see  our  mission  here  is  strengthening  state  and  local 
health  departments  in  whatever  ways  they  need  and  will  accept 
strengthening.  I might  say  that  we  don't  advocate  ignoring  local  health 
departments  or  state  health  departments  under  any  circumstances.  We  think 
they  are  valuable  resources  and  need  to  be  improved  and  strengthened.  I 

was  wondering  if  Dr.  wanted  to  say  something  about  another 

aspect  of  CDC  which  has  a direct  bearing — could  have  direct  bearing  on  the 
health  education  area? 

ENGLEMAN:  Will  that  have  a bearing  on  the  work  of  this  Commission? 

VOICE:  Yes.  In  the  last  year  the  Public  Health  Service  has  decided 
that  they  needed  to  do  more  in  the  area  health  education  than  they  have  in 
the  past  and  has  given  us  the  responsibility  not  for  doing  all  of  the 
heath  education,  but  trying  to  assure  that  Health  Education  is 
appropriately  used  and  whether  it  is  accepted  in  health  development.  We 
do  have  a building  on  the  framework  of  our  Smoking  and  Health  Program;  we 
are  developing  health  education  activities  in  other  ways;  and  here  again, 
not  only  trying  to  look  at  the  Federal  Government,  but  also  in  assisting 
to  set  up  extra  governmental  national  centers  for  health  education  in  the 
private  sectors  that  will  attempt  to  be  a coordinating  mechanism  for  many 
(inaudible)  by  voluntary  agencies  and  by  private  industries.  I was  very 
skeptical  (inaudible)  will  not  be  the  American  Lung  Association  or  the 
American  Cancer  Society  setting  aside  their  own  priorities  in  favor  of 
having  some  type  of  coordination.  But  the  National  Center  for  Health 
Education  is  a reality;  it  does  have  money  for  a good  number  of  the 
voluntary  agencies  in  certain  companies.  I think  that  we  may  not  see 
better  health  education,  but  we  may  see  it  more  targeted  towards 
population  groups  that  are  in  need  of  education.  I would  just  like  to  go 
back  on  the  first  thing  that  Dr.  Millar  (inaudible) . (Inaudible)  all  of 
us  against  expecting  individual  motivations  who  play  too  big  a role  in 
bringing  about  change  in  preventive  services.  Our  major  prevention  is 
through  such  measures  as  fortifying  flour  and  mill  and  putting  in  sewage 
treatment  systems  of  sewage  lines  and  chlorating  water,  rather  than 
getting  individual  action  taking  part  of  their  own  health.  I think  that 
health  education  as  an  objectives  should  be  community  education,  so  the 
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community  will  bring  about  change  rather  than  infecting  the  individual  to 
bring  it  about  himself. 

VOICE:  There  seems  to  be  a contradiction  there.  Dr.  Millar  said  there 
will  be  an  increase  in  the  personal  responsibility — for  individual 
responsibiliti es . 

VOICE:  I think  it's  a question  of  making  it  so  that  the  individual  has 
the  opportunity  to  do  those  things.  I think  in  terms  of  immunization,  if 
you  look  at  the  change  in  immunization  in  prevention  of  disease,  where  you 
just  allow  the  vaccine  to  come  into  you  such  as  the  (inaudible) . The 
decrease  in  the  disease  was  very  gradual,  where  with  the  introduction  of 
polio  vaccine,  where  it  became  a community  thing  for  all  of  us  to  go  do 
it.  (Inaudible)  on  Sunday,  and  than  measles  on  Monday  and  so  on.  You 
brought  about  more  dramatic  changes.  You  bring  about  community  resources 
that  allow  to  take  place  and  allow  the  individual  to  have  freedom  of 
access  and  readily  utilize  that  use  available,  rather  than  to  go  fight  to 
get  the  results.  I don't  think  there's  a real  contradiction.  The 

question  of  a problem  makes  things  available. 

ENGLEMAN:  I think  we  should  proceed  now  with  the  regular  hearing.  May 
I ask  Drs.  Wilson,  DeAndrade,  and  Dimon  to  step  forward  please.  By  way  of 
introduction  may  I remind  our  audience  that  this  is  a public  hearing  of 
the  National  Arthritis  Act  which  was  signed  into  law  by  the  President  in 
January  of  this  year.  This  Commission  is  charged  with  the  responsibility 
to  develop  an  Arthritis  Plan--a  long-range  Plan  which  will  enhance  the 
development  of  research,  education,  and  community  programs  in  the  field  of 
arthritis.  We  are  very  grateful  for  the  opportunity  to  meet  here  in  the 
CDC  and  we  are  delighted  that  we  have  such  a distinguished  list  of 
witnesses  this  morning.  Before  we  proceed,  I'd  like  to  ask  the  members  of 
the  Commission  to  identify  themselves.  I'm  Ephraim  Engleman.  I am  a 
practicing  rheumatologist,  and  I'm  associated  with  the  University  of 
California  Medical  School  in  San  Francisco. 

DONALDSON:  I'm  Dr.  William  Donaldson,  orthopedic  surgeon, 

Pittsburgh. 

LEWIS:  Vivan  Lewis,  retired  university  professor,  Wilberforce  Ohio. 

GAY:  Dr.  William  Gay,  associate  director  of  the  National  Institute  of 

Allergy  and  Infectious  Diseases,  Bethesda,  Maryland. 

SHARP:  Dr.  Gordon  Sharp,  rheumatologist  at  the  University  of  Missouri, 
Columbia,  Missouri. 

ANTHROP:  I am  Verna  Anthrop.  I'm  an  American  Indian.  I have  had 
arthritis  for  15  years. 

JENERICK:  I'm  Dr.  Howard  Jenrick,  staff  member  of  the  Institute  of 

General  Medical  Science,  part  of  the  NIH  in  Bethesda. 
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BACHELOR:  I'm  Dr.  Bill  Eachelor.  I'm  with  the  National  Institutes  of 
Health;  the  Arthritis,  Digestive  Diseases,  and  Metabolism  Institute.  I'm 
currently  serving  as  executive  secretary  to  the  Commission. 

SHIELDS:  I'm  Marlin  Shields.  I'm  a physical  therapist,  and  I'm 
representing  the  allied  health  professions  on  the  Commission. 

OTCHIN:  I'm  Dr.  Neil  Otchin  of  the  Veterans'  Administration  central 

office  in  Washington,  D.C..  I'm  a deputy  director  of  the  National 
Institutes  of  Health. 

POLLEY:  Dr.  Howard  Polley.  I'm  a rheumatologist  from  Rochester, 

Minnesota,  Mayo  Clinic  and  Mayo  Medical  School. 

ENGLEMAN:  We'll  now  call  on  Dr.  Colin  Wilson.  Dr.  Wilson. 


TESTIMONY  OF 
COLIN  H.  WILSON,  M.D. 

RHEUMATOLOGIST,  EMORY  UNIVERSITY 

WILSON:  In  making  my  comments  today  I would  like  to  keep  in  mind 
several  facts  which  now  exist  and  which  were  very  clearly  pointed  up  by 
the  "Manpower  Study"  commissioned  by  the  Arthritis  Foundation  and  reported 
in  1973.  The  impressiveness  of  these  facts  indeed  lead  to  the  passage  of 
the  Arthritis  Act. 

A.  There  are  too  few  rheumatologists  to  deliver  care  to  those  who 
need  it. 

B.  There  is  a poor  distribution  of  these  rheumatologists  who  now 
exist. 

i " 

C.  The  research  into  the  cause  and  cure  of  the  rheumatic  diseases  is 
threatened  with  stagnation  due  to  shrinking  support. 

Based  on  the  above  facts  my  conclusions  are  as  follows: 

The  maximum  benefit  could  be  derived  in  patient  care,  research,  and 
training  by  allocating  a significant  amount  of  the  funds  available  to 
developing  and  strengthening  multiple  centers  about  the  country.  As  an 
example  of  how  effective  this  approach  can  be,  I would  like  to  site  the 
Arthritis  Foundation  Clinical  Research  Center  Grant  program.  The  amount 
of  funds  available  for  making  grants  to  centers  through  this  program  has 
indeed  been  extremely  meager.  However,  it  has  served  as  a mechanism  and 
an  incentive  to  the  development  of  very  significant  centers  widely 
distributed  across  the  United  States  where  effective  patient  care, 
teaching,  and  research  is  being  conducted  that  would  not  otherwise  be 
available. 

Secondly,  I conclude  that  the  most  inexpensive  purchase  of  patient 
services  is  by  attaching  the  funding  to  a training  program,  where 
expertise  can  be  multiplied  in  delivery  by  residents,  fellows,  and  ' 
health  professionals  in  training. 
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I,  therefore,  recommend  strongly  that  consideration  should  be  given  to 
funding  well  designed  programs  originating  in  current  (1)  Arthritis 
Clinical  Research  Centers  and  (2)  Regional  Medical  Programs. 

My  rationale  for  recommending  this  mode  of  funding  is  as  follows: 

A.  A nucleus  already  exists,  and  funding  could  be  more  effectively 
used  to  strengthen  and  round  out  programs  which  are  built  on  a 
sound  concept. 

B.  This  would  provide  a rather  wide  geographic  distribution,  making 
good  clinical  care  available  to  larger  numbers  of  people. 

C.  It  would  salvage  good  programs  which  might  otherwise  collapse, 
into  which  significant  amounts  of  the  public's  money  has  already 
been  invested. 

In  general,  the  funds  should  be  used  only  in  well  rounded  multifaceted 
programs,  for  I feel: 


A. 

Good  teaching  exists  only  where  good  clinical 
delivered  to  significant  numbers  of  patients. 

care 

is 

being 

B. 

Both  teaching  and  clinical 
significant  research  program 

care  programs  are 
is  not  in  progress. 

weakened 

if  a 

C. 

Research  programs  maintain  a 

much  better  perspective 

in 

this 

group  of  diseases  if  they  are  being  conducted  in  centers  where 
good  teaching  and  good  clinical  care  is  also  being  conducted. 

Thank  you. 

ENGLEMAN:  Thank  you.  Dr.  Wilson.  Any  comments  or  questions  from  the 
members  of  the  Commission?  Yes,  Howard. 

POLLEY:  Rick,  do  you  have  any  idea  of  how  much  it  would  cost  to 

support  the  center  that  you  have  in  mind  as  a minimum  or  a maximum  figure? 

WILSON:  Minimum  fee  probably  about  $150,000;  maximum — it  would  be  hard 

to  put  a maximum. 

POLLEY:  Well,  let  me  ask  you,  how  many  do  you  think  there  should  be? 
There's  40  some  AF  Centers,  or  were  at  one  time. 

WILSON:  Forty-two,  I think. 

POLLEY:  Yes.  How  many  centers  do  you  think  we  should  have  to 

distribute  throughout  the  country  as  you  suggested  should  be  done? 

WILSON:  Well,  as  you're  aware,  even  with  the  43  centers  which  now 
exist,  the  distribution  is  reasonable,  tut  it's  not  perfect.  I think  we 
certainly  would  need  all  these  centers  to  be  viable  and  look  to  creating  a 
few  more.  This  would  mean  that  averaging  out  somewhere  in  the  range  of 
100  thousand  would  be  a more  real  figure,  which  might  not  be  very 
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effective  in  the  long  run,  so  I think  that  what  I'm  talking  about  are 
rough  guidelines.  I think  each  application  would  have  to  have  very 
careful  review  and  there  would  be  tremendous  variance  in  the  amount  of 
funding  that  either  center  would  need  or  would  deserve. 

ENGLEMAN:  Less  there  be  any  misunderstanding  among  the  members  of  the 
Commission--and  I direct  this  to  the  members  of  the  Commission--  Dr. 
Polley  just  referred  to  42  arthritis  centers.  This  is  a rather  loosely 
used  term--center--the  Arthritis  Foundation  Center  constituting  support  of 
$200  which  just  about  pays  for  a first  rate  secretary  and  maybe  half-time 
technician.  So,  I'm  not  sure  that  all  members  of  the  Commission  are  aware 
of  what  Dr.  Polley  was  referring  to  as  "center.”  It's  a far  cry  from  what 
we're  talking  about  in  the  National  Arthritis  Act. 

You  made  some  comment,  I think,  that  would  suggest  that  the  center 
might  be  built  onto  an  RMP.  There  are  many  RMP's  that  are  not  identified 
with  the  so-called  centers  at  this  time,  is  that  not  true? 

WILSON:  I think  this  is  true,  and  I do  not  know  that  those  who  could 
not  be  brought  into  some  sort  of  alliance  so  that  all  of  these  phases  that 
we  are  going  to  accomplish  could  not  be — they  could  be  participating  in 
them.  I think  most  of  the  RMP  Centers  are  in  areas  where  an  alliance 
could  be  developed  for  delivery  of  care  and  training  and  probably  some 
clinical  research  also. 

ENGLEMAN:  Yes,  Dr.  Sharp. 

SHARP:  We  know  that  there  are  approximately  25  percent  of  medical 
schools  that  have  no  dramatic  disease  or  arthritis  program  at  all.  There 
are  many  areas  in  this  country  where  there  are  no  arthritis  programs  for 
many  miles  around.  How  would  you  deal  with  this  situation?  Do  you  have 
any  ideas  for  it? 

WILSON:  Well,  yes;  I do.  I don't  know  whether  we  can  afford  them.  I 
wish  we  had  more  money,  but  we  don't.  I certainly  think  that  every 
medical  school  in  the  country  should  have  a division  of  rheumatology.  I 
think  that  the  fact  that  we  are--I  think  it's  a little  less  than  a third, 
but  it's  roughly  in  the  range  of  a third  of  the  medical  schools  in  the 
United  States  who  have  no  rheumatology  in  their  curriculum  because  they 
have  no  rheumatologists  to  deliver  this  training.  I think  that's  a very 
sad  commentary  because  these  are  places  where  doctors  are  being  trained  to 
care  for  people  who  have  these  diseases  within  their  areas,  and  I 
definitely  think  an  effort  should  be  made  to  be  sure  there  is  rheumatology 
in  the  curriculum  of  every  medical  school. 

ENGLEMAN:  Yes,  Mrs. . 

VOICE:  In  setting  your  priorities,  would  you  recommend  than  that  you 
encourage  the  existing  centers  to  be  funded  first  to  enlarge  what  they 
have  now  before  new  centers  are  set  up?  Are  you  suggesting  this? 

WILSON:  I would  hope  that,  and  fortunately  this  is  your  problem  and 
not  mine.  I would  hope  that  very  serious  thought  be  put  into  the  programs 
that  now  exist  in  these  centers--to  strengthening  them  because  there 
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are. .. Many  of  these  centers  live  a very  meager  existence  and  even  a small 
sum  from  the  Arthritis  Foundation,  such  as  Dr.  Engleman  has  mentioned 
which  does  little  more  than  pass  secretarial  and  part  of  a technician, 
furnishes  a catalyst  by  which  they  can  continue  to  exist.  But  certainly 
the  effectiveness  that  their  program  can  mount  would  make  a difference.  I 
think  that  there  should  be  attention  paid  to  strengthening  those  that  now 
exist — those  which  might  be  threatened  if  this  doesn't  occur,  because  we 
don't  want  to  lose  something  we  already  put  alot  of  effort  and  alot  of 
funds  (funds  that  come  from  the  public  one  way  or  another,  whether  its  tax 
funds  or  contributions  that  come  from  the  public) --and  we  certainly  would 
not  like  to  lose  what  we  have  accomplished  by  having  this  fail.  So,  I 
think  my  first  attention  would  be  to  that;  secondly,  to  creating  new 
centers  where  training  and  research  can  be  carried  on. 

ENGLEMAN:  Dr.  Batchelor  has  just  reminded  me  that  that  the  law  of  the 
National  Arthritis  Act  specifies  that  20  percent  of  the  center's  dollars 
will  go  into  new  centers. 

WILSON:  I was  aware  of  that,  but  I would  endorse  that  as  a matter  of 
fact. 

ANTHROP:  I may  answer  to  you  by  telling  you,  you're  just  saying  what 
our  education  committee  is  trying  to  get  together  in  their  report,  and  it 
makes  us  feel  pretty  good  to  think  that  you  agree  with  us. 

ENGLEMAN:  Thank  you.  I think  we  should  proceed  now.  We  will  call  on 
Dr.  DeAndrade. 


TESTIMONY  OF 
ROBIN  DeANDRADE,  M.D. 

EMORY  UNIVERSITY  SCHOOL  OF  MEDICINE 

DeANDRAEE:  Dr.  Engleman  and  members  of  the  Commission:  I am  Robin 
DeAndrade  on  the  full-time  faculty  of  Emory  University  School  of  Medicine. 
I am  an  associate  professor  of  orthopaedic  surgery,  and  professor  and 
chairman  of  the  Department  of  Rehabilitation  Medicine.  I see  that  you 
have  already  been  through  nine  hearings  and  we're  number  ten;  and  you've 
got  one  more  to  go.  I'm  sure  you've  been  through  the  garnet  of  all  various 
recommendations. 

I am  going  to  confine  my  remarks  to  one  aspect,  because  I think  in  the 
four  minutes  allotted,  I can  only  make  one  point.  I'm  going  to  go  from 
high  Government,  such  as  you  are  a part  of  and  the  exquisite  organization 
that  CDC  is — and  this  has  been  brought  up  very  well  by  Dr.  Millar,  to  the 
other  end  of  the  spectrum;  namely,  the  individual.  And  I feel  that  part 
of  the  universal  capitalizer,  namely  money,  ought  to  be  directed  to  what 
upgrading  the  knowledge  of  the  individual — especially  the  patient  with 
arthritis  and  his  family.  It  seems  to  me  that  we  have  left  this  area  a 
little  untouched.  Now,  I'm  not  referring  simply  to  changing  public 
opinion  in  that  people  are  directed  to  go  this  way  and  that  way,  but  I'm 
referring  to  actually  teaching  the  patient  more  about  his  disease  and 
teaching  the  family  sufficiently  about  the  patient's  disease  so  that  they 
may  play  a significent  role  in  management.  This  also  brings  into  the 
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sphere  of  the  therapeutic  arena,  the  home.  Once  again,  I am  not  simply 
referring  to  somebody  going  into  the  home  to  modify  it,  but  that  the 
patient  and  his  family  does  it  for  the  patient.  This  will  probably  be  a 
reasonably  cheap  way  of  being  able  to  bring  many  resources  to  bear  on  the 
fairly  universal  and  rather  disastrous  problem  of  arthritis  and  the  other 
musculoskeletal  disorders. 

ENGLEMAN:  Thank  you  very  much.  Dr.  DeAndrade.  Dr.  Batchelor. 

BATCHELOR:  Would  you  care  to  build  on  that.  Dr.  DeAndrade,  and  tell  us 
what  specifics  you  think  could  make  a difference  here? 

DeANDRADE:  Glad  to.  Dr.  Batchelor.  Here  in  Atlanta  we  have  public 
forums.  Our  diabetes  program  has  a very  strong  public  education  program  in 
which  we  teach  the  patients  how  to  look  after  their  feet,  give  themselves 
injections,  and  so-on-and-so-forth.  We  also  have  in  Atlanta  the  National 
Medical  Audiovisual  Center  and  the  CDC;  and  I recently  have  heard  that  the 
CDC  is  interested  in  pushing  health  education.  About  two  years  ago  we 
proposed  what  we  called  a course  for  parapatients , just  like  there  are 
paramedics — parapatients,  and  in  fact  put  this  through  the  Dean  of  the 
Medical  School . He  agreed  to  make  this  a non-credit  course  at  the 

University,  and  at  the  end  of  that  course  award  some  sort  of  a diploma. 
This  would  involve  a course  lasting  nine  months,  sessions  about  once  every 
two  weeks,  in  which  the  patients  and  their  relatives  are  enrolled  and  they 
are  given  a fairly  thorough  knowledge  about  their  disease.  We  also 
thought  of  ways  of  trying  to  find  out  whether  we  did  any  good,  and  there 
were  several  ways  of  doing  this:  dividing  patients  into  two  groups  (one 
group  going  through  this  program  and  one  group  not)  and  then  at  the  other 
end  finding  out  not  only  subjectively  how  they  thought,  but  also 
objectively  the  number  of  patient  visits  that  they  acquired,  the  number  of 
emergency  calls  they  made,  and  whether  we  had  changed  anything. 

Furthermore,  we  could  follow  the  course  of  that  patient  relative  to  his 
demand  on  the  system  prior  to  entering  the  program  and  then,  seeing  what 
happens  after  the  program,  whether  that  has  been  modified  in  any  way. 

So,  these  were  our  thoughts.  Your  scheduling  this  hearing  here  in 
Atlanta  has  really  been  at  a good  time.  It  enabled  us  to  bring  this  up 

into  the  open  and  work  on  it.  Down  the  street  they  are  building  a new 

rehabilitation  center  where  one  quarter  of  the  space  is  going  to  be 
devoted  to  training,  and  I would  expect  about  half  of  that  to  be  directed 
towards  patient  education. 

BATCHELOR:  Has  any  of  this  been  published.  Dr.  DeAndrade? 

DeANDRADE:  No. 

BATCHELOR:  If  not,  will  you  have  something  in  writing  that  you  will 

have  for  the  Commission? 

DeANDRADE:  I have  a letter,  but  I'd  be  glad  to  expand  on  it  and 
provide  it  for  the  Commission. 

BATCHELOR:  Thank  you. 
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CHAIRMAN:  Yes. 

VOICE:  In  your  evaluation  to  this  program,  do  you  ever  do  anything 

with  computer  evaluation,  or  is  it  strictly  done  by  dividing  into  groups 
and  asking  questions  and  interviews--that  sort  of  thing? 

DeANDRADE:  The  critical  information  is  obtained  by  asking  questions. 

Now,  of  course  that  can  be  subjected  to  computer  analysis,  but  unless  we 
get  that  base  of  information,  I don't  see  how  we  could  apply  a computer. 

VOICE:  You  haven't  done  any  individual  questioning  then  by  a computer 

to  find  out  whether  a patient  has  learned  what  he  had  in  that  class? 

DeANDRADE:  I see  what  you  mean.  No;  we  have  not. 

ENGLEMAN:  Dr.  Mullen. 

SHIELDS:  I just  wanted  to  ask  a question.  Who's  doing  the  teaching — 
who  do  you  use  to  teach? 

DeANDRADE:  At  our  public  forums  we  generally  have  a rheumatologist  or 

an  orthopaedic  surgeon,  twc  people  from  the  allied  health  group--usually  a 
physical  therapist  and  a occupational  therapist--and  questions  and  answers 
that  seems  to  work  very  well. 

ENGLEMAN:  Thank  you.  Ms  Anthrop. 

ANTHROP:  Dr.  DeAndrade,  do  you  ever  use  public  television  as  a means 
of  communicating  and  also  receiving  questions  from  your  audience? 

DeANDRADE:  Yes;  we  have  a series  called  Medicine  at  Emory  that  is 

broadcast  every  Wednesday  morning  and  also  repeated  from  time  to  time.  We 
take  part  in  this.  I was  on  the  program  about  three  weeks  ago  on  just 
this  subject.  We  run  several  courses  not  directly  connected  with 

arthritis.  For  example,  every  summer  we  have  a course  on  sports  meant 
specifically  for  the  parents  of  athletes,  and  that  comes  on  television, 
too.  There  are  talk  shows  in  town  and  our  physicians  have  responded  to 

those  talk  shows.  I personally  have  not  been  on  any  of  them,  so  it  is  a 

field  that  we  would  like  to  do  more  in  if  we  can  get  the  opportunity. 

ANTHROP:  The  reason  I asked  you  this  was  because  in  Arizona  they  have 
this  on  television.  The  patients  or  people  tend  to  call  in  questions  while 
the  panel  is  still  sitting,  and  so  they  get  their  answer  right  there.  I 

think  that  this  is  really  great.  The  last  subject  they  had  was  arthritis. 

That  was  just  right  down  my  alley.  The  next  one  they  are  going  to  have  is 
on  hypertension. 

DeANDRADE:  I would  agree. 

ENGLEMAN;:  Did  you  want  to  make  a comment? 

DeANDRADE:  I was  just  going  to  say  that  we  do  that  with  the  Public 

Television  here  from  time  to  time.  Also,  we  made  a series  of  six  one-hour 
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programs  about  general  instruction  in  arthritis,  types  of  arthritis,  how 
to  identify  them,  and  the  importance  of  proper  programs  designed,  etc. 

ENGLEMAN:  Yes,  Dr.  Lewis. 

LEWIS:  Are  you  getting  a good  response  from  the  grassroots  people  who 
are  the  citizens  of  Atlanta — the  city  itself? 

DeANDRADE:  Yes;  we're  getting  a pretty  good  response.  I would  say, 

Rick,  how  many  do  we  have  at  each  forum  of  ours,  about  50  people? 

VOICE:  Fifty  would  be  average. 

ENGLEMAN:  May  we  now  proceed  to  call  on  Dr.  Dimon. 


TESTIMONY  OF 

JOSEPH  H.  DIMON,  III,  M.D. 

ORTHOPEDIC  SURGEON 
PEACHTREE  ORTHOPEDIC  CLINIC 

DIMON:  Thank  you  very  much.  I'm  Dr.  Joseph  Dimon  from  Atlanta,  and 
I'm  a practicing  orthopaedic  surgeon,  and  Robin  and  Rick  let  me  teach  part 
time  at  Emory  every  now  and  then.  I think  this  is  the  first  time  I've 
ever  been  a volunteer  witness.  When  I got  in  and  found  out  that  I was  a 
witness,  it  almost  scared  me  death.  I appreciate  the  opportunity  to  be 
here  today  I've  been  in  practice  15  years,  and  in  the  past  few  years  I'm 
an  orthopedic  surgeon.  I do  feel  like  we're  taking  care  of  patients  with 
arthritis  better  than  we  ever  have  before,  and  with  some  revolutionary 
things  which  all  of  you  are  familiar  with.  I just  want  to  get  a plug  in  to 
the  Commission,  particularly  with  all  the  rheumatologists  on  the 
Commission.  Don't  forget  about  osteoarthritis.  There  are  major 
breakthroughs  -in  the  treatment  of  osteoarthritis  from  an  orthopedic 
surgical  sense,  and  you  are  all  aware  of  the  new  joint  replacements.  But, 

it's  been  a great  gratification  to  feel  like  we  can  hang  our  head  on 

something  now  and  really  do  something  more  than  we  have  been  in  the  past, 
at  least  in  some  instances.  I'd  like  to  ask  that  the  Commission  not 
forget  that  in  their  deliberations,  and  that  they  do  not  forget  research 
work  being  done  in  that  particular  area  of  joint  replacement  bio- 
mechanics, in  which  it  appears  at  this  time  that  there  is  more  fruitful-- 

possible  fruitful  results  than  from  many  things  that  we've  worked  with  so 
long  for  years  in  the  past. 

Also,  my  thing  is  education,  too;  my  thing  is  nursing  education  and 
patient  education.  I don't  have  any  master  plans  and  I don't  have  figures 
of  any  kind,  I just  know  on  a individual  basis  if  you  can  find  motivated 
people  like  Rick  and  Robin,  you  can  find  individuals  on  a local  basis 
willing  to  teach  nursing  and  teach  patients.  How  in  the  world  that  can 
filter  down  from  way  up  yonder — I'm  as  frustrated  as  everybody  else.  From 
a local  hospital — community  hospital  basis  where  there  is  a lot  of  active 
orthopedics  being  done,  I've  found  in  the  last  few  years  that  teaching 
programs  for  nurses — that  the  doctors  do  pay  off  more  in  patient  care  than 
anything  else.  In  our  particular  hospital — Piedmont  Hospital — a private 
hospital — we  have  plans  for  audiovisual,  in-room  patient  service  as  well 
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as  an  audiovisual  teaching  class  in  the  nurses'  station.  The  night  shift 
doctors  don't  ever  teach  this  on  the  night  shift.  All  you've  got  to  do  is 
sit  in  there  and  watch  it,  and  that's  paid  off.  It  may  sound  like  trivia 
on  a day-to-day  basis,  but  I think  we're  taking  care  of  patients  better. 

Thank  you. 

ENGLEMAN:  Thank  you.  Dr.  Dimon.  I'm  going  to  ask  Dr.  Donaldson,  our 
orthopedist  on  the  Commission,  to  respond  to  some  of  your  comments. 

DONALDSON:  I have  to  pay  tribute  to  Dr.  Dimon  because  he  was  the  one 

that  made  our  National  Academy  aware  of  the  need  for  nursing  education  in 
orthopedic  surgery.  He  single-handedly  got  us  to  pay  attention  to  it,  to 
organize  courses  across  this  nation  in  nursing  education  and  in  orthopedic 
surgery.  So,  I think  that  he's  been  less  than  candid  with  us.  It's  a 
hard-earned  influence  the  doctor  has  had  upon  orthopedics,  in  particular, 
with  relation  to  nursing  education.  He  has  developed  programs  of  specific 
education  which  can  be  repeated,  as  he  said,  but  also  has  been  the  spirit 
behind  the  development  of  programs  that  are  given  which  are  like  all  other 
continuing  education  courses.  These  have  been  most  worthwhile,  and  we  owe 
him  a great  net  in  this  field. 

ENGLEMAN:  Ms.  Anthrop. 

ANTHROP:  Dr.  Dimon,  you  made  my  day.  This  is  the  first  I've  heard  a 

doctor  come  out  and  say  that  nurses  are  worth  something.  I am  a nurse  by 
profession,  which  I had  to  retire  from,  but  I do  know  the  importance  that 
they  can  help  and  play  in  patient  care  and  in  patient  education.  I just 
attended  a medical  meeting  before  I came  here,  and  they  were  antinurses; 
it  was  sad.  But,  like  I say,  you  made  my  day,  even  though  it's  raining. 

DIMON:  I appreciate  that.  It  just  seems  to  me  like  I finally  figured 
it  out.  If  I put  the  time  out  teaching  nurses  and  they  take  good  care  of 
the  patient,  the  patient  thinks  I'm  wonderful.  I think  I've  just  got  to 
convince  all  my  colleagues  of  that,  and  I'm  doing  my  best. 

ENGLEMANN:  Ms.  Anthrop,  you'll  be  pleased  to  know  that  I felt  those 

vibrations  up  here  when... 

ANTHROP:  Dr.  Dimon,  are  these  (inaudible)  programs  that  Dr.  Donaldson 
talked  about  available?  Will  they  be  available  to  this  Commission? 

DIMON:  This  time  we're  just  sort  of  talking  about  nursing  education. 

These  types  of  programs  are  available  through  the  American  Surgeons  and 
through  the  Orthopedic  Nurses  Association. 

ANTHROP:  Okay. 

ENGLEMAN:  Rick,  did  you  have  any  comments? 

VOICE:  Yes;  I just  wanted  to  captilize  on  this  little  point  and  say 
that  obviously  it  is  important  to  train  nurses  and  all  other  health 
professionals.  This  is  why  I think  that  they're  better  trained  conjointly 
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in  a center  where  there  are  good  programs  going  on  for  all  allied  health 
professionals. 

ENGLEMAN:  Thank  you  very  much  gentlemen.  We'll  now  proceed  to  the 
next  group  of  witnesses.  We'll  ask  the  following  to  step  forward,  please: 
Ms.  J.  A.  Gray,  Vera  Earnest,  and  John  Kline.  May  we  now  call  on  Ms. 
Gray. 


TESTIMONY  OF 
MRS.  J.  A.  GRAY 
PATIENT 

GRAY:  I am  Ruth  Howard  Gray,  a private  citizen  of  Atlanta  in  the  Emory 
community.  I'm  81  years  old  and  live  alone,  and  take  it,  from  what  I know 
of  this  meeting,  that  what  I am  to  do  is  to  briefly  tell  you  a little 
something  about  my  own  individual  case.  I regret  that  I don't  have  a 
great  deal  of  information  about  what  is  being  done  in  this  area;  it  so 
happens  that  my  talents  and  abilities,  or  whatever,  have  been  along  other 
lines.  I hesitate  to  use  the  word  victim,  but  having  suffered  from 
arthritis  over  a period  of  many  years  off  and  on,  I feel  very  keenly  about 
what  may  be  done.  I'm  81  years  old,  I live  alone,  and  I'm  a patient  of 
Dr.  Wilson's  of  the  Emory  Clinic — of  Emory  University  Hospital.  I've 
suffered  from  arthritis  over  a period  of  many  years  and  it's  become  worse 
during  the  last  several  years.  I became  a patient  of  Dr.  Wilson's  in  1970. 
I'm  able  to  do  light  housekeeping,  I go  about  as  much  as  I wish--in 
limited  ways.  I still  drive  a car  in  the  daytime.  My  movements  are  not 
affected  badly  in  that  I can  bend  and  stoop,  and  I'm  somewhat  agile, 
everything  considered,  but  it  certainly  does  hurt  to  move.  I attribute  my 
ease  of  movement  to  the  exercises  that  Dr.  Wilson  prescribed.  I've  kept 
them  up,  I would  say,  rather  regularly  over  this  period  of  five  years  and 
have  enjoyed  rest  periods  several  times  a day.  At  present,  I have  parafin 
therapy  for  my  wrists  and  also  use  splints.  My  medication  is  Indocin  and 
Aspirin  which  helps  some. 

I feel  most  strongly  about  the  emotional  and  mental  attitudes  of  a 
patient  toward  his  condition.  Many  people  who  are  young,  I feel,  have  a 
great  problem  in  facing  a future  that  will  probably  be  so  limited. 
However,  at  the  age  of  80  you  cannot  expect  to  be  cured,  although  it's  not 
a very  pleasant  prospect,  and  most  likely  you  know  you  are  going  to  get 
worse.  It's  the  better  part  of  wisdom  to  face  reality  and  move  along  with 
the  tide,  not  fight  against  it — nor  succumb  to  it,  but  at  least  try  to 
keep  your  head  above  water.  Perhaps  the  greatest  difficulty  is  knowing 
what  to  do  and  what  not  to  do.  You  have  an  inclination  to  be  lazy,  but  on 
the  other  hand  you  feel  like  that's  being  useless;  and  so  that  problem 
faces  one  continuously.  I'm  very  interested  in  the  matter  of  bio- 
feedback. Of  course  there  is  a great  deal  going  on  in  that  area;  some  of 
it,  I'm  sure,  may  be  good,  and  some  is  not  so  good.  It's  not  too  easy  of  a 
thing  to  learn  about  or  to  make  use  of.  I personally  find  music  the 
greatest  release  of  all,  having  been  somewhat  of  a musician  myself.  I'm 
sure  that  all  people,  of  course,  could  not  do  this  in  the  same  way  that  I 
do.  I do  not  mean  by  that  this  little  music  that  comes  over  these  outlets 
in  stores  and  places,  but  real  good  music — whatever  your  favorite  kind  is. 
I have  learned  a way  of,  what  I feel  is,  entering  into  the  music  and 
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letting  it  take  possession  of  me.  I can  sit  perfectly  still,  and  yet  I 
can  feel  everything  within  me  move  as  though  I were  dancing  or  going  along 
with  the  music.  I don't  know  how  I do  it,  but  I find  it  of  great  use. 
There  are  some  other  things  that  I do  that  are  purely  inventions,  I would 
say,  of  my  own,  but  to  me  are  very  satisfactory.  I would  say  that  my 
greatest  concern,  though,  is  for  individuals  who  do  not  have  the  inner 
resources  to  really  help  themselves.  Many  people  have  a great  potential 
that  needs  release,  but  they  are  unable  to  bring  this  about  on  their  own, 
and  they  need  help  from  other  people.  I knew  the  reason  that  I do  as  well 
as  I am  is  because  so  many  people  have  been  good  to  me.  Above  all,  people 
need  to  fight  the  feeling  of  uselessness.  When  you  arrive  at  a late  stage 
in  life  and  are  not  able  to  do  the  things  you  used  to  do,  you  wonder,  well 
why  go  on  with  it. 

You  feel  like  you're  just  useless.  Every  individual  needs  to  know  that 
no  matter--even  if  they're  helpless--that  they're  worthwhile  in  this  great 
length  of  their  evolutional  process  and  that  we're  all  bound  together  by 
this  change.  The  very  fact  of  just  being  is  worth  something.  So,  as  we 
approach  each  new  day,  "to  be"  is  the  question.  Your  mental  attitude 
towards  that  has  so  much  to  do  with  it,  so  I'm  thankful  for  this  day  and 
for  the  fact  that  I could  be  in  on  this  conference  and  share  these  things 
with  you. 

ENGLEMAN:  Thank  you  so  much,  Mrs.  Gray.  Any  questions  from  the 
members  of  the  Commission? 

VOICE:  I'd  like  to  tell  you  how  pleased  I am  to  hear  such  a positive 
attitude  from  someone  that  has  obviously  had  problems  with  arthritis.  I'm 
very  curious  tc  know,  how  did  your  attitude  really  get  that  way?  Have  you 
always  had  the  ability  to  involve  yourself  in  music  and  not  let  your  own 
physical  problems  get  to  you,  or  have  you  been  lucky  enough  to  have 
doctors  that  sort  of  have  the  sympathetic  feelings  that  you  obviously  are 
able  to  pass  on? 

GRAY:  I would  say  that  there  are  two  major  reasons.  I rather  think 
that  I was  born  with  part  of  it  because,  as  a child,  I was  considered 
absentmined.  In  school  I became  bored,  so  my  mind  would  wander  off  and  I 
would  lose  my  place  in  reading.  The  teacher  would,  of  course,  catch  that  I 
was  not  paying  attention  and  I would  have  to  stay  in  after  school.  I went 
through  many  experiences  of  that  kind,  but  I learned  very  early  that  when 
something  bored  me  I could  transport  myself  somewhere  else.  Then,  I 
certainly  would  not  fail  to  give  credit  to  my  home,  to  my  own  family,  to 
many  people  whom  I've  been  associated  with  that  have  helped  me  through 
this,  and  to  the  good  doctors  that  I have  had,  especially  to  Dr.  Wilson  in 
doing  this  last  five  years.  He  is  the  kind  of  a doctor,  as  soon  as  you 
speak  to  him  you  feel  better.  I would  say  that  there  was  something  within 
me,  then  I capitalized  on  it  and  was  assisted  by  other  people  in 
circumstances. 

VOICE:  Mrs.  Gray,  in  the  course  of  oiir  hearings  we've  been  very 
interested  to  learn  that  the  efforts  of  groups  cf  people  struggling  with 
this  illness  to  get  together  and  help  one  another — and  I'd  like  to  ask  you 
whether  in  your  experience  have  you  encountered  anything  of  this  kind  here 
in  the  Atlanta  area? 
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GRAY:  No;  I haven’t.  That's  just  my  fault  because  I haven't 
investigated  it,  I am  not  too  much  with  getting  with  groups.  There  again, 
if  I felt  I would  be  bored,  I wouldn't  hear  what  was  going  on.  I have 
found  two  things  among  many  of  my  friends — many  of  my  friends  have 
arthritis.  Some  people  choose  to  almost  deny  it  and  will  never  mention 
it — which  I think  is  a mistake — and  others  go  to  the  other  extreme  and 
constantly  complain  and  bemoan  it.  I dc  think  a group  with  positive 
attitudes  would  be  worthwhile  and  that  we  would  be  able  to  help  one 
another  a great  deal  in  sharing  what  has  been  most  helpful  to  us. 

ENGLEMAN:  We  have  so  many  hands  here.  I'd  like  to  ask  Dr.  Polley. 

POLLEY:  I'd  like  to  ask  you,  Ms.  Gray,  have  you  thought  about  what  you 
would  like  the  Arthritis  Commission  to  do  for  you,  and  if  so,  we'd  like  to 
know  what  would  be  your  first  choice  of  what  you  would  like  to  have 
something  happen? 

GRAY:  Perhaps  as  much  is  being  done  for  me  as  a patient  and  as  a 
person  as  I could  ask  for,  but  I'm  sure  that  I could  benefit  from  being 
with  groups.  And,  I say  again--Dr.  DeAndrade,  I think,  brought  out 
emphasizing  the  fact  of  things  being  done  in  the  home  and  from  the 
individual  point  of  view  for  individuals. 

ENGLEMAN:  May  we  now  call  on  Vera  Earnest. 


TESTIMONY  OF 
VERA  EARNEST 
PATIENT 

1974  HANDICAPPED  WOMAN  OF  THE  YEAR 

EARNEST:  Thank  you  for  inviting  me.  I'm  Vera  Earnest,  patient,  and 
1974  Handicapped  Woman  of  the  Year.  It  will  not  be  easy  to  tell  what  has 
been  done  for  me  in  the  last  40  years  in  5 minutes,  but  I wasn't  told  what 
information  to  bring.  I can  tell  you  about  the  type  of  rheumatoid 
arthritis,  as  was  diagnosed  in  my  case.  About  25  years  ago,  on  my  papers 
when  I retired  from  my  schoolteaching  job,  it  was  written  down  that  I was 
15  percent  mobile.  I have  used  my  15  percent  to  make  the  last  35  years  a 
delight  to  me  and  to  many  people--to  the  children  that  I have  helped  and 
the  watercolors  that  I do.  I brought  a little  sample  here  that  I can  hold 
up  by  tying  the  paintbrush  on  my  hand  with  a rubberband.  With  the  aid  of 
all  kinds  of  little  gadgets  on  lights,  the  doors  at  home,  the  water 
faucet,  I'm  able  to  open  the  refrigerator,  the  oven,  and  turn  water  off 
and  on.  I couldn't  do  it  at  your  house,  but  I can  do  it  at  mine,  for  its 
all  fixed  up.  And,  as  the  lady  said,  it's  the  help  of  understanding  and 
love  of  your  family  and  friends  that  means  the  greatest  to  you. 

I have  had  the  liniment  treatment.  It  started  out  at  Duke  University 
in  the  1940' s.  I had  A-T-C-H  until  I couldn't  breathe.  I have  always  had 
side  effects  from  all  this  medicines  that  they  give  me.  I had  gold  salts, 
hormones,  fever  therapy--and  I can't  remember  the  name  of  all  the  pills. 
I had  to  have  my  knees  bandaged  with  rubber  supports  for  about  three 
years,  but  that  passed  off  and  I was  awfully  glad.  I mentioned  this 
morning  on  the  way  over  here  that  I didn't  let  the  doctor  ankylosis — if 
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that's  how  you'd  (inaudible)  the  joint--because  I can  bend  them.  I can't 
dance,  but  as  the  lady  says,  I can  imagine  I can  while  the  music's  going. 
I have  had  corrective  surgery  quite  extensively.  Dr.  Flinchum  is  my 
orthopedic  doctor.  He  could  not  be  a more  understanding  and  wonderful 
person  to  meet.  He  caters  individually  to  me,  I think.  He  has  done  two 
operations  on  my  right  hand--I  mean  two  different  times,  once  on  my  left, 
once  on  the  left  foot,  twice  on  the  right  foot,  and  my  right  heel.  He  put 
a plastic  joint  here,  hoping  to  give  me  a pinch  so  that  I could  hold  the 
paintbrush,  but  my  thumb  doesn't  meet  the  forefinger,  so  I have  to  use 
that  rubberband.  It's  been  a delight.  I cannot  keep  a painting.  People 
come — and  I've  never  tried  to  sell  any,  except  the  Arthritis  Foundation 
when  I had  the  Art  Show  a year  ago  this  past  September,  and  turned  over 
$2,000  for  the  AF. 

I have  to  come  to  tell  you  something.  Some  of  you  aren't  going  to 
want  to  hear  it,  but  if  I'm  going  to  testify  I have  to  tell  you.  The  last 
two  years  have  been  made  possible — livable — happy — able  to  paint — able  to 
teach  the  children — by  the  use  of  acupuncture.  I go  to  Birmingham, 
Alabama — to  the  Clinic  there--every  four  or  five  months.  I began  in 
October  two  years  ago,  and  in  March,  one  day  I didn't  have  to  take  that 
half  of  pain  pill.  The  doctor  gave  me  some  percodan  and  cut  it  in  two.  I 
would  take  a half  of  one  at  11:00  with  some  Aspirin — and  run  to  paint  a 
picture,  and  then  at  1:00  (inaudible).  Well,  I was  delighted  to  have  the 
honors  that  the  Arthritis  Foundation  have  conferred  upon  me  as  a result  of 
the  Handicapped  Award  and  of  the  arthritis  condition.  I've  had  these 
wires — I had  the  plus-minus  signs  in  my  fingers.  If  you  look  at  them 
through  a . f luoroscope,  I said  arithmetic  just  runs  right  over  into  my 
fingers.  I mean,  that's  what  it  looks  like,  multiplication  and  addition 
signs.  My  feet  are  my  biggest  problem  now.  Dr.  Flinchum  took  out  the 
four  bones.  My  toes  would  lie  down  and  I could  wear  shoes,  but  that  took 
the  support  away.  Consequently,  I have  calluses  on  the  bottom  of  my  feet 
that  are  just  horrible.'  I have  to  have  them  all  bandaged  up  and  it's 
taken  the  skin  off.  If  I didn't  have  to  walk  or  touch  anything,  I 
wouldn't  have  any  pain  now,  with  the  acupuncture  form  of  (inaudible) . I 
know  that  you  don't  believe  in  acupuncture,  and  it  doesn't  work  I don't 
imagine  for  everybody,  but  I'll  tell  you  it  surely  has  worked  for  me.  One 
doctor  said,  "No,  you  might  just  as  well  be  hypnotized." 

Well,  I said,  "Hypnotize  me;  I don't  care." 

Every  other  doctor--Dr.  Clingen  said,  "Vera,  I have  done  everything  I 
know  to  do  for  you,  my  dear.  I can't  tell  you  that  it  will  work,  but  you 
go  try  it  if  you  want  to."  And  he  wrote  the  letter  that  got  me  in.  So, 
with  all  the  little  gadgets  that  hold  me,  an  understanding  family,  and  the 
love  and  support  that  they  give,  I don't  want  for  anything.  I have  to  be 
careful  to  say  I wish  I had,  because  I'll  get  it  before  that  day  is  out; 
and  isn't  that  wonderful.  I've  never  been  cold,  I've  never  been  hungry, 
have  never  not  had  somebody  to  love  me  and  to  help  me. 

Dr.  Jones  had  me  in  therapy  at  Doctor's  Memorial  Hospital  for  three 
weeks,  a little  over  a year  ago,  but  it  didn't  help.  I went  home  with 
black-and-blue  marks  all  over  me,  which  that  wasn't  for  me.  Bathing  in 
pools — I couldn't  get  in  and  out--and  the  difference  in  the  temperature.  I 
suffer  when  I'm  cold.  Being  too  warm  doesn't  bother  me  quite  as  much — not 


4-154 


Atlanta,  Georgia 


December  9,  1975 


nearly  as  much  as  being  too  cold.  As  the  lady  says,  I don't  hear  very 
well,  I don't  see  very  well,  but  I have  to  read  on  the  tube  of  paint  to 
see  if  its  blue  or  green;  but  you  can  see  here  what  comes  out. 

I met  Dr.  Carson,  who  is  the  head  of  a department  at  the  University — 
it's  University  Health  Clinic  of  Alabama  in  Birmingham.  Dr.  Carson  is  head 
of  it.  Dr.  Carson  is  the  head  of  the  School  of  Anesthesiology.  I took 
him  a Christmas  card  and  he  looked  at  it,  and  the  young  girl  at  the  desk 
said,  "Oh,  Mrs.  Earnest  is  Georgia's  Handicapped  Lady  this  year."  And  he 
said,  "My  dear,  you  don't  ever  have  to  pay  for  another  treatment  here."  I 
took  five  treatments;  it's  been  very  wonderful.  I hope  that  you  will  go 
along  with  the  acupuncture  if  you  get  a chance  to  vote  or  put  a good  word 
in  for  its  trial,  rather  than  to  condemn  it. 

ENGLEMAN:  Thank  you  so  much,  Mrs.  Earnest. 

EARNEST:  Oh,  you're  so  welcome.  If  you  want  to  know  if  you  can  help 

me,  you  can  teach  me  how  to  button  and  unbutton  or  zip  and  unzip.  The 
greatest  thing  that  I need  to  learn  is  how  to  unbutton.  I don't  ask  for 
these  bobby  pin  things.  I just  go  on  and  look  like  the  Halloween  witch. 
But  if  I could  just  button  and  unbutton. 

ENGLEMAN:  In  her  modesty,  I don't  know  whether  the  audience  was  aware 

of  the  fact  that  Mrs.  Earnest  is  the— was  the— and  is  the  1974  Handicapped 
Woman  of  the  Year;  and  we  congratulate  you. 

EARNEST:  Thank  you. 

ANTHROP:  Mrs.  Earnest,  have  you  tried  coil  closings  and  openings? 

VOICE:  Yes;  at  the  first  one  that  was  made  she  said,  "Oh  I've  been 
freed. " 

JENERICK:  I wanted  to  say  something  about  acupuncture.  I know  Dr. 

Carson's  work.  In  addition,  the  National  Institute  of  Health  has  in  the 
order  of  10  or  12  research  projects  around  the  country  designed  to 
investigate  acupuncture,  so  we  are  certainly  aware  of  it.  I'd  alsp  like 
to  point  out  to  you  that  Emory  University  here  has  also  a research  project 
in  acupuncture.  It's  downtown  and  the  doctor  there  is  Dr.  (Soong?)  , I 
believe,  a woman. 

EARNEST:  Oh  we've  begged  for  two  years,  but  she  will  not  take  us. 

BATCHELOR:  After  hearing  Mrs.  Earnest's  account,  if  I could  find 
something  to  repay  her  for  her  generous  contribution  to  the  Commission's 
effort  it  would  be  a picture  that  I have  seen  of  one  of  her  great 
forerunners.  The  French  Impressionist  painter  Renoir  ended  his  painting 
career  with  a paintbrush  tied  to  his  wrist,  with  severe  arthritis,  and 
making  glorious  paintings.  More  power  to  you. 

EARNEST:  Good.  Thank  you. 

ENGLEMAN:  I would  like  to  ask  the  question  that  Dr.  Polley  had 

previously  asked  Ms.  Gray.  If  there  is  one  thing  that  you  think  we  should 
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accomplish  through  the  National  Arthritis  Act,  what  do  you  think  is  the 
most  important  thing  that  we  can  recommend  from  your  vantage  point? 

EARNEST:  I just  don't  know,  because  each  person  is  an  individual  and 
each  person  is  different,  and  so  their  needs  are  so  varied.  I don't  know 
anybody  that's  as  helpless  as  I am  or  that  is  as  crippled.  I have  no 
suggestions  except,  if  you  could  give  me  a finger  to  scratch  with  because 
all  these  medicines  make  me  itch. 

ENGLEMAN:  We'll  see  what  we  can  do  about  that. 

VOICE:  This  arm  socket  falls  out  and  we  have  to  push  it  back  in. 
Clothes  do  make  the  man.  You  just  wouldn't  believe — she  puts  on  a big 
front  and  can  do  what  things  that  help  her. 

EARNEST:  I learned  how  to  put — there's  a little  rack  for  towels  in  the 
bathroom  and  I can  put  this  elbow  up  on  that  rack  and  turn  my  body  around, 
and  that  slips  back  into  that  joint.  It  happened  on  a Sunday  morning  and 
we  couldn't  find  Dr.  Flinchum;  he  was  in  Chicago  on  an  Arthritis...  So  I 
figured,  well,  I have  to  do  it  myself,  here  I go;  and  I did  and  it  works, 
so  I've  done  it  many  times  since.  It  doesn't  hurt  the  second  I put  it 
back--in  there  in  the  joint. 

CHAIRMAN:  Perhaps  we  can  now  proceed  to  hear  from  Mr.  John  Kline. 


SUBMITTED  STATEMENT  OF 
JOHN  KLINE 
EXECUTIVE  DIRECTOR 

NORTH  CAROLINA  CHAPTER,  THE  ARTHRITIS  FOUNDATION 

My  presentation  this  morning  is  on  public  education  for  arthritis  and 
I will  report  the  topic  in  four  parts:  Why  should  we  have  public 

education;  how  do  we  do  it;  what  support  do  we  need;  and  the  results  we 
can  expect  to  achieve. 

WHY  do  we  need  public  education? 

Eight  out  of  ten  Americans  know  little  about  the  arthritis  problem  and 
its  devastating  effects.  In  our  democracy  we  must  have  the  support  of  a 
high  percentage  of  the  taxpayers  who  are  familiar  with  the  arthritis 
problem  in  order  to  successfully  carry  out  a plan  to  fight  this  dreaded 
disease.  Tne  two  out  of  ten  remaining  Americans  who  have  some  knowledge 
of  the  terrible  effects  of  arthritis  are  prime  prospects  for  the  quack  and 
his  fraudulent  wares. 

HOW  do  we  carry  out  a public  education  program ? 

Naturally,  the  news  media  is  an  excellent  distributor  of  information 
but  we  can't  rely  on  this  alone  as  a low  or  no  cost  means  because  public 
service  announcement  time  is  limited  and  it  is  sought  after  for  many 
legitimate  purposes.  So  we  must  turn  to  another  system  to  get  the  captive 
audience.  The  industrial  complex  provides  us  with  an  automatic  large 
audience.  We  proved  this  in  North  Carolina  with  the  financial  help  of  the 
Regional  Medical  Program  and  the  outstanding  cooperation  of  Burlington 
Industries.  We  train  the  plant  nurse  who  in  turn  trains  the  employee. 
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Each  nurse  at  the  average  size  plant  then  is  in  reality  educating  over 
1,000  employees  and  their  families  about  arthritis.  Another  mass  means  of 
training  are  the  social  and  civic  clubs,  such  as  our  current  successful 
program  with  the  American  Association  of  Retired  Persons  and  the  National 
Association  of  Retired  Teachers.  The  public  information  and  education 

that  can  and  is  being  done  by  the  medical  professional  is  valuable,  but  it 
needs  upgrading  on  the  family  practitioner  level  by  providing  them  with 
more  up-to-date  information  on  arthritis  through  the  use  of  seminars  and 
etc.  In  North  Carolina  we  are  currently  engaged  in  this  through  our 
Arthritis  Clinical  Centers,  and  a new  avenue  has  opened  where  we  will 
begin  early  in  1976  to  use  the  Area  Health  Educational  Center  systems  of 
which  we  are  blessed  to  have  one  of  the  fourteen  in  the  country.  There 
are  other  means  of  education  for  the  public  such  as  direct  mail,  public 
forums,  mass  material  distribution  at  public  gatherings,  etc. 

WHAT  support  is  needed  ot  provide  a successful  public  educational  program? 

(1)  The  medical  specialists  and  the  Arthritis  Clinical  Centers  form 
the  hub  of  the  entire  operation  and  they  are  a necessity. 

(2)  Educating  Industrial  Management  of  the  important  role  that  they 
can  perform  and  the  economic  gain  that  they  could  realize. 

(3)  Offer  professional  training  seminars  to  groups  such  as  the 
Association  of  Industrial  Nurses  which  represent  thousands  of 
plants  and  industries. 

(4)  Encourage  Industry  to  publish  arthritis  articles  in  their  plant 
newsletters. 

(5)  Maintain  a central  state  or  regional  agency  to  coordinate  the 
overall  program  and  provide  an  effective  information  and  referral 
center. 

(6)  Funds.  Public  education  is  not  that  costly.  The  funds  invested 
such  as  we  did  with  the  North  Carolina  Regional  Medical  Program 
Grant  is  a giant  tep  to  achieving  our  public  education  objective, 
but  as  an  investment  return  it  increased  our  public  support  by  50 
percent  in  the  past  18  months. 

RESULTS. 

This  is  what  we  can  expect  in  the  way  of  some  major  results  if  we 
produce  a good  public  educational  progm. 

(1)  It  will  muster  more  taxpayers  to  support  and  encourage  Federal 
funding  for  the  National  Arthritis  Plan.  We  must  have  the 
Federal  and  public  partnership  to  properly  support  the  National 
Arthritis  Act. 

(2)  It  will  have  an  important  impact  in  economic  terms  by  reducing 
the  cost  of  arthritis  to  the  nation  from  the  now  staggering 
figure  of  9.2  billicn  dollars  a year. 

(3)  The  program  will  discourage  the  promotion  and  utilization  of 
unapproved  and  ineffective  diagnostic  or  treatment  procedures 
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which  in  turn  will  shave  many  wasted  dollars  off  of  the  435 
million  dollars  a year  the  arthritis  patients  are  now  spending  on 
quackery. 

(4)  It  will  dissimenate  factual  information  on  the  importance  of 
early  detection  and  symptoms  and  of  seeking  prompt  treatment. 

(5)  It  will  encourage  better  employee/employer  relationships 

regarding  arthritis  whereas  many  workers  could  be  returned  to 
productive  employment  through  back-to-work  programs  endorsed  by 
the  employer. 

So  to  start  the  chain  reaction  to  achieve  the  objectives  of  the 
National  Arthritis  Act  we  must  first  educate  the  public,  which  in  turn 
will  gain  the  taxpayers  support  and  reduce  useless  quackery  expenditures 
by  patients.  The  citizens  will  see  it  as  a good  investment  for  the  return 
in  the  Nation's  economy.  And  this  then  will  support  the  facilities  and 
specialists,  and  it  will  put  a higher  percentage  of  Americans  back  on  the 
job.  All  of  this,  of  course,  will  result  in  a boost  to  the  American 
economy.  And  it  will  certainly  help  us  put  the  quacks  out  of  business. 

Thank  you. 


TESTIMONY  OF 
JOHN  KLINE 

KLINE:  Thank  you.  Dr.  Engleman.  First  of  all  I was  honored  and  I'm 
still  honored  to  appear  before  the  Commission,  but  I think  you've  been 
upstaged  by  these  two  lovely  young  ladies  next  to  me.  I have  presented  a 
written  statement  to  the  Commission,  however,  I would  like  to  share  with 
you  very  briefly  some  of  the  experiences  that  I've  had  in  the  past  five 
years  which  you're  just  about  to  undergo. 

In  the  State  of  North  Carolina  we  had  nothing,  zero,  no  money,  no 
programs,  a couple  of  physicians  that  were  interested  in  the  program,  and 
where  did  we  go  from  there.  With  their  help,  and  eventually,  over  a 
period  of  time,  with  a strong  public  educational  program,  an  extremely 
strong  emphasis  on  arthritis  research  centers,  and  also  extremely  strong 
emphasis  on  outreach  clinical  centers — I'll  use  one  for  example,  the 
Orthopedic  Hospital  in  Asheville  and  the  complete  unison  of  the  few 
specialists  that  we  had  in  the  State,  and  I'm  speaking  of  about  four  to 
five--of  the  few  specialists  we  had  in  the  State  to  put  this  program 
together,  and  the  continual  cooperation  from  that  group. .. Fragmentation 
would  have  destroyed  us.  If  one  unit  had  dropped  as  programs  that  slacked 
up  it  would  have  absolutely  destroyed  us.  However,  in  getting  to  some  of 
these  things  and  resolving  some  of  the  problems  in  public  education,  we 
went  after  the  captive  audience.  What  we're  talking  about  is  a pilot 
program  where  we've  trained  plant  nurses  in  Burlington  Industries.  They, 
in  turn,  have  educational  sessions  with  their  employees,  who,  in  turn,  go 
home  and  tell  their  families  about  it  if  arthritis  is  in  the  family,  who, 
in  turn  come  tack  to  the  plant  nurse  for  more  information.  We're 
disseminating  more  public  information  and  educational  materials  through 
this  system  than  I could  ever  possibly  hope  to  do  through  the  office,  or 
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the  three  offices  we  now  have  in  the  State  of  North  Carolina.  The  other 
source  of  captive  audience  has  been  what  we  call  the  Association  of 
Industrial  Nurses.  Each  State  has  an  Association.  We  have,  through, 
again,  the  cooperative  efforts  of  these  physicians  and  the  specialists  of 
the  State — have  been  holding  seminars  with  the  Association  of  Industrial 
Nurses.  We  just  completed  one  at  Asheville  with  Dr.  Young  conducting  it. 
The  industrial  nurses  from  various  industries  attend  this  day-long  seminar 
to  get  some  basic  facts.  That's  what  we  need,  basic  facts,  because  you 
know,  8 out  of  10  Americans  don't  know  a thing  about  arthritis.  Two  out 
of  ten  that  do  know  are  the  ones  that  are  taken  by  the  guacks,  and  I don't 
think  I would  want  to  (inaudible) . But,  at  any  rate,  that  is  the 
statistic  which  you're  very  familiar  with.  So  the  arthritis  and 
industry — the  Industrial  Nurses  Association — has  enabled  us  to  put  out 
over  fifty  thousand  pieces,  bonified  pieces  of  patient  materials  in  the 
past  18  months.  We're  very  proud  of  that  accomplishment.  It's  not  only 
done  that,  but  what  it's  done  besides  education,  it's  helped  us  to  get  the 
understanding  of  the  public  so  much  so  as  you  know  the  Foundation  has  to 
depend  on  public  support  for  funds.  Our  fund  raising  has  increased  50 
percent  and  I'm  being  very  conservative  about  that.  I could  be  corrected 
by  one  gentlemen  in  this  room  right  now  if  he  could  run  his  computer,  our 
Regional  Director.  He  might  say,  and  I think  he  would  confer  that  a 75 
percent  increase  in  public  support  has  been  evidenced  in  the  past  18 
months  in  our  State.  Our  programs,  applications  and  grants  have  been  very 
favorably  received.  Again,  as  I emphasize,  we  have  centers;  and  that's 
the  whole  stcry,  and  I think  by  sitting  inbetween  these  two  ladies  today 
it  really  makes  me  feel  proud  that  we've  had  a program  because  it  gives  me 
an  example  of  what  we're  doing  because  these  two  are  what  it's  all  about. 

I thank  you. 

ENGLEMAN:  Thank  you,  Mr.  Kline. 

BATCHELOR:  May  I just  express  my  interest  in  the  program  you 
described,  working  through  the  plant  nurses.  I think  if  you  had  some 
reading  material  about  this  that  you  could  let  us  have...  We've  been  very 
slow  to  learn  about  these  efforts.  This  has  been  one  of  the  rewarding 
things  about  the  public  hearings,  people  like  yourself  have  told  us  about 
these.  We  would  very  much  like  to  incorporate  it  in  our  report  so  that 
other  people  reading  it  can  get  some  flavor  of  what's  going  on  across  the 
country.  So  if  you  could  just  send  in  any  report  materials  on  this,  we'd 
be  very  pleased  to  make  it  a part  of  our  report. 

KLINE:  I'll  leave  this.  This  is  the  program.  I'll  leave  it  with  the 
reporter. 

ENGLEMAN:  Thank  you,  all  three  of  you.  It  has  been  a great  pleasure 
to  hear  your  inspiring  words.  We'll  now  call  on  the  next  group:  John 
Daniels,  Nancy  Cohen  and  Anne  Murphy. 

I want  to  remind  our  witnesses  to  be  sure  to  identify  themselves  before 
speaking.  I want  to  remind  them  also,  that  we  have  a time  constraint.  I 
hope  that  you  will  be  able  to  limit  your  comments  to  about  four  minutes. 
This  will  permit  the  kinds  of  questions  and  answers  that  you've  heard 
already.  We  call  then  on  John  Daniels. 
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TESTIMONY  OF 
JOHN  A.  DANIELS 
NATIONAL  COUNCIL  FOR 
HOMEMAKER- HOME  HEALTH  AIDE 
SERVICES,  INC. 

DANIELS:  My  name  is  John  Daniels.  I am  presenting  this  testimony  as  a 
member  of  the  National  Council  for  Homemaker-Home  Health  Aide  Services, 
Inc. , and  as  the  Executive  Director  of  the  Athens  Community  Council  on 
Aging,  Inc. , a voluntary  non-profit  organization,  located  at  230  South 
Hull  Street,  Athens,  Georgia  30601.  ACCA  is  an  Approved  Agency  of  the 
National  Council.  We  are  pleased  to  have  this  opportunity  to  testify  on 
the  role  of  the  community-based  health  and  social  services  to  benefit 
those  persons  afflicted  with  arthritis  and  to  address  the  Arthritis  Plan 
that  includes  a comprehensive  program  for  the  National  Institute  of 
Arthritis,  Metabolism  and  Digestive  Diseases  and  plans  for  Federal,  State 
and  local  programs. 

In  reference  to  the  Arthritis  Plan  outlined  in  Public  Law  93-640,  we 
encourage  the  National  Arthritis  Commission  to  take  a serious  look  at  the 
community- based  health  and  social  services  existing  in  many  communities 
along  with  the  research  that  is  intended  to  be  pursued.  More 
specifically,  the  Plan  provides  for  "Programs  for  the  conduct  and 
direction  of  field  studies,  large  scale  testing,  evaluation,  and 
demonstration  of  preventive,  diagnostic,  therapeutic,  rehabilitative,  and 
control  approaches  to  arthritis  including  studies  of  the  effectiveness  and 
use  of  home  care  programs,  mobile  care  units,  community  rehabilitation 
•facilities,  and  other  appropriate  community  public  health  and  social 
services. " 

The  Athens  Community  Council  on  Aging,  Inc.  (ACCA)  was  chartered  in 
1967.  In  its  brief  history  it  has  developed,  implemented  and  continuously 
evaluated  a wide  range  of  interlocking  services,  coordinated  and 
interlinked  with  other  public  and  private  agencies  in  the  community,  to 
maintain,  strengthen,  and  improve  and  safeguard  home  and  family  life — 
especially  where  older  adults  are  involved.  The  services  range  from  the 
older  person  who  desires  to  volunteer  himself  in  service  such  as  the 
Retired  Senior  Volunteer  Program,  to  that  older  person  who  may  require 
nursing  home  care,  but  who  through  the  services  of  the  Homemaker-Home 
Health  Aide,  is  able  to  be  with  his  own  family  in  his  own  home.  By 
providing  this  range  of  services,  it  enables  an  older  person  to  exercise 
his  choice  in  leading  an  independent  and  dignified  life  and  remain 
meaningfullly  involved  in  the  mainstream  of  community  life  for  as  long  as 
possible. 

In  any  event,  the  planning  for  a comprehensive  and  coordinated  service 
system  requires  a variety  of  agencies  and  financial  resources,  and  it  is 
always  a challenge  to  work  out  the  interplay  among  the  various  providers 
of  services.  This  is  a case  where  services  required  are  relatively  simple 
and  the  person  requiring  services  is  capable  of  negotiating  arrangements 
for  himself  However,  we  all  know  that  this  is  all  too  often  an 
oversimplification  of  what  is  existent  in  many  CQmmunities  throughout  the 
nation.  Few  communities  today  do  provide  a range  of  services  coordinated 
and  interlinked  with  various  public  and  private  agencies  in  order  that  an 
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older  person  may  negotiate  for  his  own  independence  and  dignity,  and 
remain  very  much  a part  of  the  mainstream  of  the  community. 

Problems  of  integrating  services  are  familiar  not  only  to  the  would-be 
recipients  of  the  services,  but  to  the  service  providers  as  well.  This  is 
a challenge  of  our  organization.  It  is  a difficult  challenge  at  the 
present  time  since  our' health  care  system  is  imbedded  in  a system  which  is 
essentially  only  acute  care  oriented.  In  order  to  develop  the  proper 
objectives,  a long-term  care  orientation  is  needed. 

The  objectives  of  acute  care  are  to  help  the  patient  through  the  acute 
crisis  as  speedily  as  possible.  In  the  process  of  treating  acute  illness, 
all  the  other  needs  of  the  patient  become  secondary,  i.e.,  social, 
professional,  family.  The  services,  facilities  and  resources  needed  are 
usually  finite.  Success  is  measured  in  improvement  or  recovery,  i.e.,  the 
number  cured  over  the  number  not  cured. 

Although  it  seems  obvious,  we  have  been  late  in  realizing  that  the 
acute  care  model  cannot  fit  the  problems  of  long-term  care.  Long-term 
care  reguires  that  the  social  needs  of  the  patient  be  given  primary 
importance  and  the  medical  needs  secondary  importance.  Medical  needs  must 
be  structured  into  a matrix  of  other  needs  and  not  vice  versa.  Success 
connot  be  measured  in  "cure”  terms,  but  in  the  level  of  functioning  of  the 
client  in  relation  to  a broad  spectrum  of  parameters  (physical,  medical, 
social  parameters,  activities  of  daily  living,  mental  health,  and  family 
life) . Effect  should  be  measured  in  terms  of  the  patient ' s functioning, 
with  his  actual  level  of  functioning  compared  to  the  potential  level  of 
each  parameter.  The  long-term  care  model  is  not  locked  in  on  a diagnosis. 
It  is  important  to  know  the  effects  on  the  way  the  patient  functions. 

Taking  this  into  consideration  and  taking  into  consideration  the 
characteristics  of  the  older  person,  uniqueness  and  level  of  functioning, 
it  is  necessary  to  render  services  that  enable  a person  to  function  at  his 
fullest  potential  wherever  he  may  lie  on  the  continuum  of  care.  On  the 
extreme  left-hand  side  you  might  have  that  person  who  is  at  his  fullest 
level  of  potential  in  functioning.  You  go  down  the  continuum  of  care — and 
you  have  various  health  care  agencies,  clinics,  hospitals,  nursing  homes, 
etc. — to  that  person  who  requires  special  medical  attention  which  can  only 
be  rendered  through  a university  affiliated  hospital. 

Few  are  satisfied  with  the  present  effects  of  the  geriatric  health 
care  system  as  it  is  being  implemented  in  a variety  of  ways  in  caring  for 
the  older  person.  Therefore,  it  is  critically  important  to  note  here  that 
the  strategy  should  state  the  goals  and  objectives  for  long-term  care  and 
it  should  encompass  (1)  consideration  of  the  resources  needed  to  provide 
health  care  for  the  older  person  with  emphasis  on  prevention  of 
unnecessary  institutional  care,  (2)  the  financing  mechanisms  for  health 
care  benefits  to  assure  assessibility  of  care,  and  (3)  the  quality  of  care 
received  including  consumer  protection  issues.  The  primary  emphasis  in 
the  long-term  care  model  of  geriatric  health  care  must  not  be  on  the 
diseases  of  the  older  person,  rather  it  must  be  on  fulfilling  one’s 
potential  to  function  in  the  social,  professional,  and  family  spheres  of 
his  life.  It  is  for  these  reasons  that  each  service  rendered  by  ACCA  is 
considered  an  integral  service  in  the  range  that  we  provide  in  order  to 
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help  the  older  person  function  to  his  fullest  potential  in  his  own  home  or 
chosen  place  of  residence. 

The  agency  has  found  through  experiences  that  with  the  current 
operational  structure,  through  insights  gained  with  an  external  evaluation 
performed  by  Unihealth  Services,  Inc.  of  New  Orleans,  Louisiana,  and 
through  a growing  caseload  of  more  intensive  personal  care  needs,  that  the 
flexibility  of  interlinked  and  contiguous  services  such  as  home  delivered 
meals,  a day  care  center  for  older  adults,  transportation/escort  service, 
telephone  reassurance  and  other  in-home  care  have  enabled  us  to  meet  a 
variety  of  changing  needs  of  the  clients.  Through  such  an  interlinkage  of 
services,  the  Agency  is  able  to  tailor  services  to  the  needs  of  the 
clients.  This  also  permits  day-to-day  flexibility  that  would  not 
otherwise  be  possible.  An  example  of  this  is  that  person  who  may  require 
Homemaker- Home  Health  Aide  Services  one  or  two  days  a week,  a home 
delivered  meal  a couple  of  days  a week,  a trip  or  two  to  the  doctors  and 
telephone  reassurance  calls  for  those  days  where  constant  contact  must  be 
maintained.  I have  included  our  agency  brochure  that  describes  all  of  the 
services  that  we  currently  provide.  These  services  include:  Intake  and 
Counseling  Services,  Magnolia  Senior  Center,  Group  Services,  Nutritional 
Services  including  home  delivered  meals.  Telephone  Reassurance,  Homemaker- 
Home  Health  Aide  Services,  Brightwood  Day  Care  Center,  Transportation 
Services  including  Escort  and  Groups,  Fix-it-Center  and  Home  Repair 
Service,  Retired  Senior  Volunteer  Programs  (RSVP)  , Volunteer  Service, 
Semi-Annual  Campout,  Answering  Service,  Friendly  Visitor  Service,  and  Loan 
Closet  of  sick-room  equipment. 

The  key  to  successful  coordination  and  delivery  of  services  lies 
within  each  community  its  modus  operandi  meaningfully  involving  the  older 
adult.  Such  involvement  for  the  individual  older  person  may  be  considered 
to  be  dependent  upon  social  and/or  community  processes  that  would  tend  to 
contribute  to  the  individual  or  a collective  well-being.  From  the 
beginning  ACCA  utilizes  representatives  from  the  civic,  religious,  health, 
welfare  and  professional  organizations  in  the  community.  In  the  beginning 
and  continuing  through  today,  this  representative  group:  (1)  determines 
needed  and  desired  services  and  programs  for  the  aging,  (2)  develops  plans 
for  meeting  these  needs,  (3)  implements  these  plans,  and  (4)  evaluates  the 
activities  to  determine  effectiveness  and  importance. 

The  Agency  has  six  major  functions.  They  are:  (1)  Administrative 
Services,  (2)  Staff  Development,  (3)  In-Home  Services,  (4)  Health 
Services,  (5)  Central  Intake  Services,  and  (6)  Community  Services. 

Depending  on  your  need  or  desire,  the  service  or  services  we  render 
are  integrally  related  to  the  other  services  being  rendered.  We  have  many 
clients  who  may  receive  a meal,  homemaker-home  health  aide  services  and 
transportation  in  the  course  of  a week  depending  on  the  degree  of  needed 
services.  We  have  many  clients  who  also  receive  only  one  service.  With 
this  in  mind,  the  Agency  currently  serves  970  people  monthly  for  a total 
of  4,980  person-days  of  service.  Of  this  number  of  persons,  we  have  43 
clients  with  severe  arthritis  served  in  our  homemaker-home  health  aide 
services  and  can  serve  through  the  Brightwood  Day  Care  Center  for  Older 
Adults.  There  are  many  more  who  have  minor  to  moderate  arthritis.  Some 
of  the  tasks  performed  include  personal  care,  exercise  cooking,  cleaning. 
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laundry,  assistance  with  dressing,  ironing,  writing  checks  and 
correspondence,  and  taking  the  clients  outside  for  walks,  with  some  in 
their  wheelchairs. 

For  the  above  reasons,  we  have  the  Intake  and  Counseling  Service  that 
receives  the  referral  or  request  from  the  individual,  family,  St.  Mary's 
Hospital  Home  Health  Care  Agency,  the  County  Department  of  Family  and 
Children's  Services  office,  the  Social  Security  Administration  office,  or 
other  organization  or  church  in  the  community.  The  Intake  and  Counseling 
Service  secures  all  the  needed  information  concerning  the  case  on  what  we 
call  a Client  Profile  Form.  A call  is  made  to  the  home  by  the  registered 
nurse  to  assess  the  health  needs,  and  a call  is  also  made  simultaneously 
by  the  social  worker  to  assess  other  possible  needs.  Written  statements 
are  prepared  on  special  forms  to  present  to  the  Case  Review  Committee. 

The  purpose  of  the  Case  Review  Committee  is  to  review  requests  for 
service,  to  review  client  reassessments,  and  to  review  plans-of-care  for 
ongoing  client  cases.  The  Case  Review  Committee  is  composed  of  the 
Associate  Director,  the  Coordinator  of  Intake  and  Counseling  Service,  the 
Social  Worker,  the  Coordinator  of  Homemaker- Home  Health  Aide  Services 
(Registered  Nurse) , and  depending  on  the  cases  to  be  reviewed,  the 
Coordinator  (s)  of  the  service  (s)  being  requested.  An  example  is  if  there 
is  a request  for  Day  Services  and  Nutritional  Services  delivered  into  the 
home,  both  coordinators  of  these  two  services  would  also  be  included  to 
review  that  particular  request.  The  Case  Review  Committee  meets  weekly 
and  more  frequently,  if  necessary,  to  conduct  its  functions. 

All  decisions  on  cases  accepted,  plan-of-care , service  goals, 
increases  and  decreases  in  service,  and  terminations,  are  made  by  the  Case 
Review  Committee.  Consideration  is  given  to  the  needs  and  desires  of  the 
client  and  his  family,  as  well  as  the  availability  of  the  service (s). 
Decisions  are  reached  by  concensus  after  consideration  of  all  the  input  of 
and  to  the  Case  Review  Committee.  Final  approval,  or  questionable  cases, 
may  be  made  by  the  executive  director  or  the  associate  director  in  his 
absence. 

Decisions  by  the  Case  Review  Committee  are  communicated  as  soon  as 
possible  to  the  client  or  to  the  client's  family  by  the  coordinator  of  the 
component  which  is  to  provide  the  service.  The  coordinator  may  designate 
a staff  member  of  Intake  and  Counseling  Service  to  do  this  if  it  seems 
more  appropriate.  For  those  clients  who  must  be  turned  down  for  requested 
service,  the  Intake  and  Counseling  Service  handles  this  function  and 
assists  the  client  and/or  family  with  a more  appropriate  referral  and 
provides  follow-up  to  ascertain  what  happened  to  the  case. 

All  ongoing  cases  are  reassessed  on  a regular  basis  and  are  reviewed 
by  the  Case  Review  Committee.  The  Case  Review  Committee  has  also 
developed  guidelines  for  client  reassessment.  Changes  in  the  service  for 
such  cases  are  made  only  with  the  approval  of  the  Case  Review  Committee. 

In  the  case  of  the  Homemaker-Home  Health  Aide  Services,  the  Case 
Review  Committee  makes  the  decision  about  the  needed  service (s)  before  the 
Homemaker- Home  Health  Aide  is  assigned  and  the  service  (s)  is  initiated. 
Our  goal (s)  for  the  case  are  decided  and  an  Assignment  Sheet  is  prepared 
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for  the  Aide.  The  Aide  is  given  any  specific  directions  or  assistance 
that  may  be  indicated  or  reguested.  Home  visits  are  made  to  supervise  the 
service,  the  Progress  Notes  are  kept  on  file  and  the  Homemaker-Home  Health 
Aide  may  telephone  for  assistance  at  any  time.  The  Client  Assignment 
Sheet  spells  out  the  specific  duties  the  Homemaker-Home  Health  Aide  is  to 
render  in  the  home.  Two  major  duties  include  home  management  and  personal 
care.  The  client  and  family  receive  a copy  of  this  before  service 
commences,  the  Homemaker- Home  Health  Aide  maintains  a copy,  and  a copy  is 
filed  with  the  client's  file  in  the  Agency  office. 

ACCA  has  and  continues  to  deligently  pursue  activities  such  as 
analyzing  resources,  creating  and  improving  programs,  cooperating  with 
other  community  health  and  social  service  agencies,  the  Health  Department 
and  others  in  order  that  our  service  delivery  system  is  not  only 
functional  but  also  particularly  relevant  for  the  varying  combinations  of 
need  experienced  by  arthritic  patients. 

We  hope  that  you  will  take  a keen  interest  in  working  with  agencies 
throughout  the  country  such  as  ours  in  order  to  accomplish  your  goals  of 
new  and  improved  patient  care  programs  at  the  community  level.  Thank  you. 

ENGLEMAN:  Thank  you,  Mr.  Daniels.  Any  comment  or  questions?  Dr. 
Polley . 

POLLEY:  Do  you  know  how  widespread  this  service  is  throughout  the 
country  or  where  the  area  is  that  it  is  not  available? 

DANIELS:  I believe  there  are  approximately  1,700  Home  Health  Agencies 
in  this  country,  and  they  are  pretty  much  concentrated  in  the  larger 
Metropolitan  areas.  The  rural  areas  tend  to  be  lacking.  Our  agency  is 
one  agency  in  which  we  are  attempting  to  overcome  this  barrier  of 
providing  these  services  on  an  areawide  basis.  But  they  tend  to  be 
largely  in  the  Metropolitan  areas. 

ENGLEMAN:  Mrs.  Anthrop. 

ANTHROP:  Mr.  Daniels,  doesn't  this  Social  Service  Title  XX  have  the 
Homemakers  Program  in  there  also? 

DANIELS:  Yes;  it  does.  Unfortunately,  under  Title  XX  it  is  not 
considered  a health  related  program,  but  more  purely  a social  program  and 
in  many  states,  because  of  limited  funding,  they  are  even  cutting  that 
back  to  be  kind  of  like  choice  services— one  shot  deals  where  they  go  in, 
do  a heavy  house  cleaning,  and  that's  it.  Our  agency  is  one  such  agency 
that  is  experiencing  some  problems  under  Title  XX  in  keeping  the  Home 
Health  Aide  or  the  health  related  services  into  that  part  of  the  services. 

ANTHROP:  I think  also  that  HUD  is  now  planning  housing  for  the  elderly 
in  sort  of  like  a low  circular  type,  with  a social  room  and  someone  there 
who  could  maintain  it  and  take  care  of  them  as  well  as  medical  people 
coming  in.  This  is  a new  thing.  I don't  know  if  you  know  about  it. 

DANIELS:  I'm  aware  that  in  many  fine  housing  projects  and  programs, 
where  there  is  more  than  just  a bricks-and-mortar-approach,  there  are 
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programs  such  as  this  that  even  get  int^  adult  day  care  centers  in  the 
complex,  which  is  an  excellent  idea. 


ENGLEMAN:  Yes,  Dr.  Otchin. 


OTCHIN:  I was  wondering  whether  your  program  has  any  formal  linkages 
or  articulations,  either  with  associating  health  professional  groups  such 
as  occupational  therapy,  or  whether  it  has  any  formal  linkages  with 
primary  health  care  delivery.  For  instance,  as  in  terms  of  your 
colleagues  going  into  some  of  these  situations,  do  they  attempt  to 
encourage  or  direct  or  guide  their  clients  into  seeking  care  where  it 
seems  to  be  necessary  beyond  the  provision  of  whatever  services  are 
reguested? 


DANIELS:  Good  question.  I think  that  in  response  to  that  we  have  what 
we  call  a Case  Review  Committee,  which  is  multidisciplinary  that  has  a 
nurse,  a social  worker,  and  so  on,  that  we  take  a careful  look  at  the 
initial  assessment  of  what  the  person  needs  and  whether  or  not  our  agency 
can  develop  a plan  of  care  to  meet  those  needs;  and  where  we  can’t,  we  do 
have  close  linkages  with  other  agencies  such  as  St.  Mary's  Hospital,  Home 
Health  Care  Agency,  the  Public  Health  Department,  and  others.  We  also 
serve  kind  of  as  a teaching  agency  for  the  Medical  College  of  Georgia 
School  of  Nursing.  This  is  a relatively  new  program.  They  have  just 
opened  up  a new  program  at  Athens  and  we've  had  20  students  this  last 
summer  spend  approximately  8 weeks  with  us. 

OTCHIN:  How  about — to  pursue  it  just  one  further  step — how  about, 
explicitly  with  regard  to  home  modification  and  occupational  therapy, 
things  like  this,  and  in  the  context  of  arthritic  patients...  Is  there  a 
formal  linkage  whereby  these  individuals  can  get  directed  to  seek  such  a 
specialized  treatment  or  a guidance  that  is  not  available. 

DANIELS:  Yes;  through  St.  Mary's  Hospital  Home  Health  Care  Agency.  We 
do  not  have  a speech  therapist  or  an  occupational  or  physical  therapist  on 
our  staff.  We  do  this  through  a subcontractual  arrangement  with  St. 
Mary's  Hospital. 

BATCHELOR:  Mr.  Daniels  could  you  just  say  a onef  word  about  how  you 
do  fund  these  varied  activities  that  you  carry  on. 

DANIELS:  It's  a real  game.  We  use  Title  XX  of  the  Social  Security 
Act.  We  use  the  community  development  monies,  which  were  formally  Model 
Cities'.  We  use  general  revenues  from  the  Clark  county.  We  use  general 
revenue  sharing  money  from  the  city  and  from  the  county  because  they  fill 
in  the  gaps  that  Title  XX  creates.  We  use  the  Older  American's  Act,  Title 
III.  We  also  have  with  RSVP,  the  Domestic  Volunteer  Act.  We  also  have 
fees  for  our  services  for  those  people  who  have  an  ability  or  partial 
ability  to  pay. 

BATCHELOR:  That's  very  illuminating.  I thank  you. 

ENGLEMAN:  Thank  you  very  much,  Mr.  Daniels.  Let  me  call  on  Nancy 
Cohen. 
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TESTIMONY  OF 
NANCY  COHEN 

PRESIDENT,  ATLANTA  CHAPTER,  SLE  FOUNDATION 

COHEN:  I'm  Nancy  Cohen,  I'm  President  of  the  Atlanta  Chapter,  of  the 
Lupus  Erythematosus  Foundation.  I am  a patient  with  systemic  lupus. 

Have  you  heard  of  leukemia?  Cystic  fibrosis?  Multiple  sclerosis? 
Muscular  dystrophy?  Certainly  everyone  here  recognizes  the  names  of  these 
various  plagues  of  mankind.  Lupus  erythematosus  is  more  prevalent  than 
any  of  the  diseases  I have  mentioned  and  still  it  is  the  most  neglected. 
Neglected  because  most  people  aren't  even  aware  of  its  existence,  and  if 
they  by  chance  have  heard  of  it,  they  most  assuredly  don't  know  what  it 
is.  It  is  not  a disease  of  the  aged,  but  afflicts  primarily  young  people, 
mostly  women  in  the  childbearing  years.  It  takes  its  devastating  toll  on 
the  very  segment  of  our  society  which  is  most  active  in  structuring  our 
world  and  the  world  of  future  generations.  It's  preferences  are  not 
limited,  though,  because  it  strikes  men  and  children  as  well.  With 
children  it  is  more  serious  and  also  requires  immediate  attention. 

This  disease  not  only  can  cripple  in  the  literal  sense,  but  wreaks 
havoc  on  the  lives  of  its  chosen  victims  by  so  distorting  their  existence 
that  families,  individual  relationships,  and  entire  life  styles  are 
shattered  and  completely  torn  apart.  Take,  for  example,  a young  mother 
who  never  knows  if  she  will  have  the  energy  to  fulfill  the  smallest 
promise  to  her  child.  How  can  she  bake  cookies  when  she  is  too  tired,  too 
utterly  sick  to  the  marrow  of  her  bones  to  even  walk  to  the  bathroom,  even 
though  when  she  promised  the  day  before,  she  was  feeling  well  and  telling 
herself  that  new  she  could  again  have  the  strength  to  be  a person.  To  a 
child,  and  even  a husband  or  other  family  members,  it  seems  that  she  is 
always  too  tired  to  participate  in  anything,  and  pretty  soon  she  is  not 
included  in  any  plans  they  make.  After  all,  a fragile  item  which  might 
fall  apart  at  any  moment  is  better  left  on  the  shelf  at  home. 

As  - one  of  our  patients  put  it  in  her  manuscript  to  this  Commission, 
people's  attitudes  are  something  else.  They  tell  you  that  you  look  fine 
when  you  are  so  tired  you  feel  like  screaming  because  you  can't  take 
another  step  without  rest,  and  even  when  you  rest  and  they  expect  you  to 
feel  better,  you  still  have  the  soul-deep  tiredness,  a tiredness  and  a 
sickness  whose  depth  no  one  tut  a lupus  patient  can  feel. 

While  it's  true  that  many  patients'  lupus  can  be  controlled  by 
medication,  one  might  ask,  "Life  at  what  price?"  The  literal  cost  of  the 
drugs  for  these  people  is  absolutely  phenomenal,  and  even  a wealthy  person 
would  flinch  at  the  costs  of  treatment.  Lupus  patients  have  no  medical 
insurance;  none  is  available  to  such  risks  as  they.  There  are  members  of 
our  group  who  handle  this,  out  of  desperation,  by  pleading  with  their 
former  employers  to  keep  them  on  their  list  of  employees,  and  they 
reimburse  them  for  the  costs  of  insurance  coverage  which  they  pay.  They 
stand  on  the  edge  of  a trembling  ledge,  with  the  fear  that  the  insurance 
company  will  find  out  and  they  will  have  no  coverage  whatsoever. 

Then,  too,  the  drugs  are  sometimes  like  fighting  fire  with  fire.  Even 
though  a standoff  is  accomplished,  someone  gets  burned.  The  lupus  victim 
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has  such  a range  of  side  effects  from  the  drugs  available  to  them  today 
that  they  cannot  be  named  in  so  short  a time.  These  drugs  are  steroids, 
anti-malarials , and  kidney  transplant  drugs.  People  on  these  medications, 
even  when  not  in  a flare,  must  constantly  have  expensive  blood  tests  to 
check  the  effects  of  these  drugs  on  them.  Some  cause  blindness, 
paralysis,  rashes,  nausea,  just  to  name  a few.  And  take,  for  example,  a 
lovely  young  woman  in  her  early  twenties,  she  is  put  on  drugs  to  arrest 
her  lupus,  and  suddenly  her  sexy  figure  turns  into  a 40-pound  overweight, 
grotesque  blob;  her  hair  falls  out,  her  personality,  always  before  bubbly 
and  infectious  with  positivism,  becomes  withdrawn  and  neurotic.  And  this 
is  why  we  say,  "Life  at  what  price?" 

Lupus  kills.  The  past  two  months  in  the  Atlanta  area  alone,  four 
young  women  have  succumbed  to  death  because  of  it,  and  over  5,000  people 
each  year  die  of  it  in  the  U.S.  alone.  And  many  of  the  still  living  die  a 
little  each  day  as  it  destroys  their  lives  and  their  reasons  for  living. 

It  ijs  a desperate  disease.  More  cases  are  being  diagnosed  every  year, 
whether  by  better  diagnostic  techniques  or  more  drugs  which  induce  it,  we 
do  not  know.  All  of  these  problems  can  only  be  helped  by  awareness, 
because  awareness  spawns  research.  If  you  tell  someone  you  have  cancer, 
leukemia,  or  a host  of  other  diseases,  they  want  to  help  you  alleviate 
your  pain,  help  you  live  with  the  illness.  Tell  them  you  have  lupus  and 
they  are  either  afraid  of  you  or  they  think  you're  crazy.  Trained 
teachers  cannot  obtain  positions  because  school  personnel  do  not 
understand  their  illness,  won't  give  them  a chance.  The  stories  are 
endless. 

Research  has  found  that  there  is  a predisposition  to  lupus.  My  17 
year  old  son  had  what  they  called  a nervous  breakdown.  I sent  this 
information  to  his  doctors,  they  released  him  and  he  committed  suicide. 
When  I inquired  if  a lupus  test  had  keen  done,  they  replied,  "No;  It  is 
not  a normal  t'es't. " 

Dr.  Steven  Berney,  assistant  professor  of  medicine  at  Temple 
University  Health  Sciences  Center  wrote  in  the  October  5,  1975 
Philadelphia  Inquirer  /'Because  Lupus  affect  the  central  nervous  system, 
patients  are  not  infrequently  mistaken  for  insane.  Some  are  even  confined 
to  mental  hospitals  before  a lupus  diagnosis  is  made." 

Dr.  Berney  says  that  when  he  worked  in  New  York  City,  the  rheumatology 
section  of  his  hospital  would  pick  up  three  or  four  patients  a year 
admitted  to  Bellevue  as  psychiatric  problems. 

Lupus  can  affect  heart,  lungs,  kidneys,  nervous  system,  any  of  the 
body's  organs  or  parts.  We  plead  with  you  to  help  us  by  allocating  funds 
to  help  create  awareness  and  research,  so  that  no  other  mother  has  to  hear 
an  answer  like  the  one  I got  and  wonder  if  her  child  could  have  been 
helped  if  the  doctors  had  not  still  thought  of  lupus  as  a paragraph  in  a 
textbook. 

If  lupus  is  analyzed,  many  other  illnesses  would  probably  also  be 
defeated  due  to  the  many  organs  affected  by  it. 
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Help  us  end  this  nightmare,  this  nemesis  called  lupus. 

Thank  you. 

ENGLEMAN:  Thank  you,  Mrs.  Cohen.  I note  that  you  are  a President  of  a 
local  chapter  of  the  Lupus  Foundation.  How  many  such  organizations  are 
there,  Mrs.  Cohen,  in  the  United  States--do  you  know? 

COHEN:  We  have  approximately  40  chapters  in  about  30  states. 

ENGLEMAN:  Forty  chapters  of  the  Lupus  Foundation? 

COHEN:  Yes;  most  of  them  are  new,  within  the  last  couple  of  years. 

ENGLEMAN:  Now  there  are  some  other  Lupus  Societies  or  Organizations, 
are  there  not? 

COHEN:  Well,  we’re  trying  to  get  them  all  together.  There's  the  Lupus 
Society  in  California  and  there's  the  Leonon  Chapters,  who  are  mainly 
educational,  out  of  Texas.  There's  about  seven  or  eight  of  them.  We  had 
a meeting  to  form  a National  Foundation  up  in  Boston  in  October. 

ENGLEMAN:  I see.  So  you  now  have  about  40  chapters  involving  about 

how  many  people? 

COHEN:  I really  don't  know.  We  have  350  on  our  mailing  list.  We  just 
started  seven  months  ago.  We've  got  about  120  paid-up  members.  The  New 
York  Chapter  has  1500  on  their  mailing  list  and  over  500  members  in  Boston 
and  Philadelphia. 

ENGLEMAN:  Do  you  have  any  identification  with  the  Arthritis  Foundation 
at  all?  Is  there  any  relationship — any  working  relationship? 

COHEN:  I call  them  and  ask  them  guestions.  I believe  some  of  the 
chapters  do  work  under  the  auspices  of  the  Arthritis  Foundation.  They 
spoke  to  us  at  the  Convention,  asking  us  to  become  an  adjunct  to  them,  but 
we  felt  that  lupus  has  its  own  problems.  When  you  go  to  a doctor  with 
arthritis,  he  doesn't  tell  you  that  you're  crazy. 

ENGLEMAN:  Where  are  the  National  Headquarters? 

COHEN:  We  don't  have  them  yet;  we're  going  to  have  another  meeting. 

They  decided  to  call  it  the  Lupus  Foundation  of  America  and  they  talk 
about  New  York  as  their  headquarters. 

ENGLEMAN:  New  York? 

COHEN:  That's  what  they  say. 

ENGLEMAN:  We  have  a late  member  of  the  Commission  who  has  just 
arrived,  and  I wonder  if  he  would  mind  identifying  himself. 

FELTS:  Dr.  William  Felts,  Washington,  D.C. 
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ENGLEMAN:  Nice  to  see  you  again. 

FELTS;  Thank  you. 

ENGLEMAN;  May  we  now  hear  from  Anne  Murphy. 


TESTIMONY  OF 

ANNE  MURPHY,  R.N. 

DIRECTOR  OF  NURSES 
BURLINGTON  INDUSTRIES,  INC. 

MURPHY:  I'm  Anne  Murphy,  Director  of  Nurses  for  Burlington  Industries 

Incorporated.  As  an  occupational  health  nurse  I have  over  the  years 
recognized  and  seen  the  devastation  that  arthritis  can  cause  to  the 
employees  of  our  country.  It's  a known  fact  that  arthritis  has  been  the 
cause  for  tardiness,  absenteeism,  low  productivity  and  also  the  reason  and 
cause  for  many  disability  claims.  All  of  these  are  very  expensive  to  the 
employer  and  to  industry  itself,  and  more  so  it's  extremely  expensive  to 
the  nation's  economy  and  to  the  individual  himself.  We  know  that  the 
group  of  diseases  called  arthritis  ranks  second  only  to  heart  disease  as  a 
cause  of  disability,  absenteeism,  and  financial  loss. 

To  date  there  has  been  no  concentrated  programs  in  the  United  States 
to  help  alleviate  or  rectify  this  situation.  However,  in  North  Carolina 
we  have  had  the  opportunity  and  the  funding  through  the  help  of  the 
Regional  Medical  Program  and  the  Arthritis  Foundation  to  jointly  initiate 
a program  to  provide  the  facilities,  personnel,  and  training  programs 
aimed  at  improving  available  arthritis  care  from  diagnosis  to  back-to-work 
programs  for  the  employees  in  Burlington  Industries.  Through  this  pilot 

program,  which  we  call  Arthritis  in  Industry  Program,  we  include  a 

professional  training  for  each  industrial  nurse  of  six  selected  pilot 
plants,  whereas  each  nurse  would  be  trained  to  determine  early  detection 
of  arthritis  and  to  enhance  her  knowledge  of  counseling,  monitoring,  and 
referring  of  patients.  Further,  it  includes  a patient  education  component 
which  encourages  employees  to  seek  early  treatment  of  the  disease  at 

clinics  or  centers  which  are  located  closest  to  their  places  of 

employment.  The  proper  employee  and  employer  education  will  certainly 
reduce  the  present  problem  of  arthritis  victims  hiding  their  disease  for 
fear  of  losing  their  job.  It  is  too  early  in  the  program  to  come  up  with 
the  actual  statistics  on  the  amount  of  reduction  that  we  have  accomplished 
on  absenteeism  and  low  productivity,  but  our  nurses  are  having  employees 
seeking  counsel  about  their  arthritis  problems,  whereas  in  the  past  the 
majority  of  them  would  never  say  too  much  about  it.  Our  nurses,  too,  are 
more  alert  to  early  symptoms  of  the  disease  and  may  initiate  the 
conversation.  I think  our  program  has  encouraged  the  employee  to  consult 
with  the  nurse  at  his  plant  and  she,  in  turn,  has  encouraged  him  to  seek 
early  treatment.  Also,  she  has  been  able  to  follow  along  with  the  patient 
to  insure  that  he  is  following  the  prescribed  management  procedures  that 
were  set  forth  by  his  physician  or  the  specialist  that  he  has  been 
attended  by.  We  feel  the  nurse  in  the  plant  itself  is  going  to  save  the 
employer  and  the  employee  time  and  money  by  performing  these  detection, 
referral,  monitoring,  and  counseling  functions  within  the  place  of 
employment. 
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Now,  to  accomplish  this,  it  takes  time,  teaching  staff,  clinics,  and  a 
good  coordinated  effort  by  the  industry  itself.  We  could  never  have 
produced  our  program  and  could  never  have  made  it  as  successful  as  it  is 
without  the  help  of  the  medical  institutions  in  our  State  and  what  we 
refer  to  as  "our  centers."  They  have  provided  the  teaching  staff  and 
professional  staffing  of  the  few  clinics  that  we  have  in  the  State  so  that 
we  have  a place  that  we  can  send  our  patients.  The  centers  have  provided 
the  other  back-up  personnel  by  their  training,  so  that  these  people  that 
are  trained  can  then  counsel  and  treat  our  employees.  Each  of  these 
nurses  that  are  in  our  pilot  program,  of  the  six  plants  that  we've 
selected,  have  received  over  70  hours  of  instructional  training  in  what  we 
call  "on  campus"  time.  This  means  that  each  of  the  nurses  have  attended 
scheduled  workshops,  symposia,  clinical  training,  and  counsultation 
periods.  Each  nurse  has  been  provided  a limited  professional  library,  and 
has  immediate  access  to  the  center  f acilities--what  facilities  they  may 
have--and  to  the  centers  personnel,  so  that  she  in  turn  can  relate  to  the 
employee  that  something  can  be  done  and  that  there  are  places  where  they 
can  go  for  treatment  to  actually  help  rather  than  hide  their  disease  and 
permit  it  to  continue  until  it  gets  into  the  crippling  stage. 

We  at  Burlington  Industries  are  very  satisfied  with  the  results  of  our 
program  thus  far,  however,  we  do  recognize  that  this  program  could  not 
have  been  successful  without  the  clinical  center  activities  and  its 
facilities  and  personnel.  Therefore,  I strongly  urge  the  Commission  to 
continue  to  put  heavy  emphasis  and  financial  support  to  the  Arthritis 
Clinical  Research  Centers,  that  the  training  of  occupational  health  nurses 
be  incorporated  in  their  educational  mechanism,  and  within  these  same 
centers,  the  employee  can  actually  receive  treatment  by  a rheumatologist. 
In  addition,  centers  will  be  training  and  staffing  the  outreach  clinics 
which  will  in  turn  enable  more  victims  to  receive  early  diagnoses  and 
treatment. 

The  emphasis  in  Occupational  Health  is  Early  Detection  and  Prevention. 
The  occupational  health  nurse  has  closer  contact  with  the  working 
population  and  is  in  a better  position  for  early  recognition  and 
counseling  the  employee,  not  only  about  his  own  problems  but  those  of  his 
family  as  well.  With  this  additional  training  provided  through  these 
Arthritis  Clinical  Research  Centers,  she  will  be  sensitive  to  these  early 
symptoms,  long  before  the  employee  would  recognize  or  admit  the 
seriousness  of  the  problem,  and  seek  medical  diagnoses  and  treatment. 

With  the  outstanding  educational  materials  provided  by  the  Arthritis 
Foundation,  competent  rheumatologists  and  conveniently  located  outreach 
clinics,  staffed  and  supervised  by  personnel  properly  trained  in  these 
centers,  a new  approach  to  this  serious  health  problem  can  be  realized. 

ENGLEMAN:  Thank  you  very  much,  Mrs.  Murphy. 

VOICE:  May  I just  ask,  for  background,  what  does  Burlington  Industries 
do?  What  is  their  line  of  business? 

MURPHY:  Textiles  primarily.  It's  the  largest  textile  industry  in  the 
world. 
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VOICE:  Thank  you  very  much  for  setting  me  straight. 

ENGLEMAN:  Dr.  Pol ley. 

POLLEY : What  does  this  program  cost  per  employee.  I don't  care  about 
the  total  dollars,  but  to  relate  to  something--or  do  you  know?  What 
percent  of  the  budget  or...? 

MURPHY:  Of  Burlington  Industries? 

POLLEY:  Yes. 

MUFPHY : I don't  know.  It  would  be  handled  primarily  through  our  group 
insurance.  A great  deal  of  the  expense  of  the  actual  treatment  itself 
would  be  paid  for  by,  the  company,  and  in  some  instances  the  employees  are 
given  time  off  at  company  expense.  Also,  if  it  is  an  employee  who  is 
uneducated  and  who  feels  very  reluctant  to  go  to  a situation  like  this,  we 
have  our  nurses,  in  some  instances,  actually  go  with  the  employee  for  the 
first  day. 

POLLEY:  No;  I mean  the  Nurses ' s Education  Program. 

MURPHY:  I don't  know. 

ENGLEMAN:  Mr.  Kline  is  raising  his  hand. 

KLINE:  A total  of  18  months,  $5,000. 

ENGLEMAN:  What  does  that  work  out  to  per  employee? 

KLINE:  Per  employee  it  would  probably  be  about  the  same.  We  ought  to 

consider  the  packages  about  20  cents  per  head. 

VOICE:  Is  this  part  of  your  RMP  Program? 

KLINE:  Yes. 

ENGLEMAN:  Yes,  Mrs.  Anthrop. 

ANTHROP:  Mrs.  Murphy,  how  many  nurses  do  you  have? 

MURPHY:  Over  a hundred. 

ANTHROP:  Over  a hundred  nurses.  And  how  much  time  do  they  spend  with 
this  education? 

MURPHY:  Each  nurse,  I believe  at  the  present  time,  has  had  about 

twelve  days  in  all.  Of  course  this  is  at  company  expense,  so  they  are  on 
continued  salary  and  their  expense  to  go  to  the  symposium  or  the  center, 
are  paid  for. 

ANTHROP:  No;  I meant  how  much  time  do  the  nurses  spend  in  total 
with. . . ? 
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MUFPHY:  With  the  employee? 

ANTHROP:  Right. 

MURPHY:  I can't  tell  you.  In  her  overall  program  she's  seeing 

employees  all  of  the  time.  We  encourage  our  nurses  to  go  out  into  the 
plant  because  part  of  our  program  is  surveillance  of  the  environment  and 
to  become  better  acquainted  with  the  employees.  Many  employees  would  not 
come  to  the  employee  health  service  for  any  complaint  or  to  talk  to  the 
nurses  about  a problem,  but  if  she  goes  out  through  the  plant,  they  may 
stop  her  and  say  they  would  like  to  talk  to  her  about  maybe  a painful  knee 
they  have  or  their  shoulder  is  bothering  them  or  about  members  of  their 
family — and  it  is  frequently  about  members  of  their  family.  Maybe  she 
will  talk  to  them  on  the  spot  or  she  will  invite  them  into  the  clinic. 
Also,  when  they  would  come  in,  supposedly  for  a headache,  when  actually  it 
might  be  their  knee  that's  painful  or  their  shoulder .. .and  now  that  she  is 
more  mindful  of  this,  she  will  be  very  astute  to  these  complaints  and 
mention  going  for  help  early  before  it  becomes  disabling.  So  it's  just 
unlimited,  the  possibility. 

ENGLEMAN:  Dr.  Ctchin. 

OTCHIN:  I9d  like  to  ask  a question  with  regard  to  location  of  the 
clinics  that  you're  speaking  about.  Are  these  clinics  supported  by  the 
Universities  or  are  they  free-standing  clinics;  and  what  is  the 
relationship  of  the  professionals  there  to  the  primary  physicians  in  the 
community  from  which  these  patients  come? 

' MURPHY:  I would  like  Mr.  Kline  to  answer  that. 

KLINE:  If  I may.  The  entire  program  is  developed  under  the  Regional 
Medical  Program  with  a cooperative  system  from  all  three  Medical  Schools 
and  the  one  in  Asheville.  The  outreach  clinic,  or  graduates  from  the 
three  Medical  Schools  and  Hospital,  the  staff  and  the  team  that  you 
adopted  in  the  outreach  clinic,  and  the  teaching  team  at  present 
(inaudible) . We  have  the  clinic--there  are  14  outreach  clinics  that  are 
beginning  to  develop  and  finance  their  own  way  now  through  patient  fees. 

MURPHY:  I would  like  to  say  that  through  the  utilization  of  nurses  in 
doing  screening  and  detecting  problems,  this  cuts  down  tremendously  on  the 
doctor  time.  His  time  can  be  utilized  so  much  more  and  he  can  help  many 
more  people. 

ENGLEMAN:  Yes,  Mrs.  Melich 

MELICH:  Just  a short  question,  how  long  has  your  program  been  going  on 
and  how  was  it  instituted  intially? 

MURPHY:  Well,  Mr.  Kline  and  I had  a conversation  about  our  employee 
health  program  about  2 years  ago,  and  I was  asking  him  at  that  time  for  a 
speaker  from  the  Arthritis  Foundation  for  our  continuing  education  program 
and  he  became  interested  in  the  program  that  I told  him  we  had  in  our 
industry.  I don't  know  why  they  considered  reaching  industry,  but  I think 
it  was  a great  idea.  He  and  Dr.  came  and  talked  to  Dr.  , our 
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medical  director,  and  myself  about  a year-and-ahalf  ago,  and  we  began  to 
lay  the  groundwork.  But  actually  it  was  only  in  April  of  this  year  that 
our  nurses  began  their  initial  training,  and  so  it  has  only  been  within 
the  past  six  months  that  we  have  been  referring  patients  from  these 
clinics.  Just  to  give  you  an  idea  of  the  impact  this  can  have  I'll  tell 
you  one  quick  instance.  An  employee,  a vidow  with  three  children,  who  is 
just  about  going  to  have  to  quit  work  and  go  on  welfare.  Her  production 
was  very  low;  she  was  an  absentee  problem.  The  nurse  noted  that  she 
walked  very  pocrly  as  though  she  had  a problem,  but  she'd  been  that  way 
all  along.  But  the  nurse  was  just  not  astute  to  this  until  after  she  has 
gotten  her  training.  She  talked  to  her  about  going  to  Chapel  Hill  to  see 
one  of  the  rheumatologists  , and  she  got  her  in  there.  They  were  able  to, 
through  medication,  treat  the  arthritis  that  she  has  in  her  knees,  and 
fitted  her  with  orthopedic  shoes,  which  was  done  through  Vocational 
Rehabilitation.  This  woman  is  no  longer  an  absentee  problem,  and  her 
production  has  improved  tremendously.  This  is  a very  productive  woman. 
She  says  that  she  is  now  able  to  take  care  of  her  family.  When  she  goes 
home  she's  not  exhausted  at  night  like  she  was.  She  thinks  it's 
absolutely  marvelous  what's  been  done  for  her.  We  now  have  a good 
employee,  she's  a tetter  mother,  she's  a better  citizen,  and  she  is  not  a 
tax-supported  citizen. 

DONALDSON;  I'd  like  to  ask  you,  in  view  of  the  fact  that  the  RMP  funds 
will  probably  not  be  renewed  and  in  view  of  the  fact  that  this 
Commission's  effect  upon  supplemental  funds  is  highly  questionable  for  the 
immediate  future,  what  would  Burlington  Industries  do  about  this  program? 

MURPHY:  We  believe  in  it  enough  that  I'm  quite  sure  that  we're  going 
to  continue,  because  we  are  now  initiating  it.  We  started  out  with  six 
plants  because  you  just  can't  keep  a close  watch  on  a hundred,  and  it  is 
now  expanding  to  all  of  our  plants. 

ENGLEMAN Thank  you  very  much,  Mrs.  Murphy.  I think  we  better  proceed 
now  and  call  on  our  next  group  of  witnesses.  We'll  ask  Dr.  Marjorie 
Becker  to  step  forward,  Velma  Schlorff,  and  Marily  Doyle.  Marjorie 
Becker. 


TESTIMONY  OF 
MARJORY  BECKER,  M.D. 

PRESIDENT,  AHP  SECTION 
ARTHRITIS  FOUNDATION 

BECKER:  Good  morning.  I'm  Marjory  Becker,  the  current  president  of  the 
Allied  Health  Profession  Section  of  the  Arthritis  Foundation.  I'm  also  an 
assistant  professor  in  physical  therapy  at  the  University  of  Michigan,  as 
well  as  an  acting  assistant  director  of  the  University  Hospital, 
responsible  for  ambulatory  services. 

I speak  to  you  as  a clinician,  an  educator,  and  administrator  with  a 
strong  interest  in  program  development  and  also  as  a future  member  of  that 
possible  85  percent.  My  professional  training  is  in  physical  therapy, 
counseling,  and  education,  so  I consider  myself  an  intradisciplinarian  in 
the  true  sense  of  the  word.  I'm  convinced  that  you  had  full  advantage  of 
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the  numerous  facts  and  figures  related  to  the  current  status  of  arthritis 
control,  research,  and  clinical  care,  as  well  as  the  multidisciplisary 
expertise  required  at  all  levels.  Therefore,  I would  like  to  devote  my 
time  to  remarks  related  more  to  the  how  to's  and  facilities  required  to  do 
the  job. 

A great  deal  of  data  has  already  amassed  as  to  the  present  status. 
Nonetheless,  I believe  a detailed,  well-devised  manpower  effort  and 
facility  survey  should  be  done  to  document  from  appropriate  and  extensive 
resources  what  we  really  now  have  in  the  form  of  allied  health 
professionals,  physicians,  basic  scientists,  educators,  and  other 
deliverers  of  care  who  devote  a major  portion  of  their  effort  to  arthritis 
research,  education,  and  care.  The  AHP , Allied  Health  Professional  Group, 
has  identified  some  deficiencies  in  the  recent  arthritis  manpower  study  in 
some  of  these  areas. 

Knowing  what  we  have  to  determine,  where  do  we  wish  to  go?  What  is 
our  mission?  I believe  it  is  three-fold:  (1)  find  a cure,  (2)  treat  and 
control  the  disease  within  our  present  arthritis  population,  and  (3) 
transfer  the  knowledge  we  gather  through  this  process  to  other  diagnoses, 
other  chronic,  unpredictably  disabling  conditions.  What  resources  new  or 
different  than  are  presently  available  do  we  need  to  accomplish  this 
mission?  I believe  we  need  a philosophical,  yet  practical,  conceptual 
framework  from  which  to  take  off.  1 believe  John  Millis  has  suggested 
what  is  our  best  bet.  I would  like  to  cite  some  of  his  words:  "The  health 
system  is  a knowledge  system,  the  product  of  which  is  service  to  patients. 
It's  a system  which  generates,  criticizes,  and  organizes  knowledge.  It 
translates  some  of  that  knowledge  into  technology,  drugs,  and  services.  It 
transmits  knowledge  through  formal  education  of  health  professionals, 
through  continuing  education  to  practitioners,  through  public  education, 
and  through  patient  education,  all  to  the  end  that  knowledge  and  its 
technological  fruits  are  made  available  and  effective  in  meeting  the 
health  needs  of  people.  In  the  case  of  arthritis,  the  fund  of  available 
knowledge  is  completely  insufficient  to  provide  cure,  real  control,  or 
prevention  of  the  major  forms  of  rheumatic  diseases.  In  addition, 
rheumatic  diseases  are  characterized  by  low  mortality,  extraordinarily 
high  mobility,  and  often  times  an  unstable,  unpredictable,  frustrating 
course  all  well  known  to  you." 

The  conclusion,  and  my  personal  strong  recommendation  for  an  approach 
to  the  long-term  and  short-term  arthritis  plan,  is  that  the  most  effective 
available  mechanism  to  deal  with  the  problem  of  arthritis  is  education  of 
professionals  at  all  levels  and  in  all  disciplines,  that  is:  clinicians, 
researchers,  teachers,  community  planners  education  of  the  public,  and 
especially  education  of  the  persons  and  families  of  persons  having 
arthritis.  Further,  at  least  initially,  I see  the  arthritis  center  as  the 
nerve  center  to  set  this  knowledge  system  into  motion.  I believe  the 
manpower,  facilities,  and  efforts  survey  will  clearly  identify  currently 
existing  environments  which  are  inviting  to  present  and  potential  teachers 
and  learners  and  possessing  the  attitudes,  opinions,  belief,  support,  and 
varying  levels  of  necessary  professional  expertise.  We  must  build  on  what 
we  presently  have.  A clinical  faculty  must  be  identified  in  each  of  these 
centers  which  constitutes  an  arthritis  teaching  team  and  is  composed  of 
every  discipline  directly  involved  with  primary  arthritis  care.  This 


4-174 


Atlanta,  Georgia 


December  9,  1975 


faculty  must  have  identified  access  to  those  professionals  and  publics 
more  peripherally  involved.  For  example,  I wish  for  the  record  to  cite 
what  I believe  are  allied  health  and  health  professionals,  biomedical 
scientists  involved  in  this  process.  I'll  start  out  with  physical 
therapy,  since  that  happens  to  be  what  I represent,  bioengineers, 
occupational  therapy,  nursing — which  includes  all  levels,  physicians, 
therapeutic  dieticians,  rehabilitation  counselors,  social  workers, 
clinical  pharmacists,  medical  technologists,  health  educators,  orthotists, 
psychologists,  schoolteachers — in  the  case  of  juvenile  arthritis  problems, 
gerontologists — for  the  same  on  the  other  end  of  the  line,  and  clergymen. 
I believe  that  those  who  are  peripherally  involved  in  this  process  may  be: 
media  experts,  program  evaluators,  medical  care  organizers,  social 
security  counselors,  audiologists,  industrial  and  operations  engineers, 
and  others  on  whom  we  can  draw  for  problem  solving.  They  must  learn 
through  clinical  experience;  they  must  train  for  primary  care  providers 
and  added  clinical  faculty  for  new  centers.  Since  all  centers  may  not 
have  all  of  the  components  to  effect  the  total  knowledge  system,  I would 
suggest  two  approaches.  First,  centers  may  be  encouraged  to  subcontract 
out  for  special  expertise,  such  as  was  just  cited  in  industrial  help  from 
other  local  or  distant  facilities;  for  example,  media  development  of 
educational  materials.  And/or  the  second  approach  would  be  to  form  a 
consortium  of  centers  so  as  to  have  a complete  knowledge  system  not 
necessarily  on  one  site. 

I'd  like  to  convey  to  you  very  briefly  three  anecdotal,  professional, 
and  personal  experiences  which  I believe  attest  to  the  soundness  of  the 
methodology  just  described  and  I believe  somewhat  analagous  to  our  present 
situation.  I started  my  professional  career  in  a poliomyelitis  respirator 
center.  That  was  some  time  ago,  as  most  of  you  will  recall.  The 
parameters  of  the  disease  process  were  pretty  similar  in  the  inbetween. 
The  onset,  the  end  product  are  naturally  different.  But  in  the  middle 
that  process  that  we've  been  hearing  so  much  about  went  something  like 
this:  A primary  care  practitioner  had  a patient  on  whom  diagnosis  of  polio 
was  guessed  or  made  and  was  sent  to  a specialist,  usually  a pediatric  or 
internal  medicine  pulmonary  expert.  Then  through  the  course  of  the 
rehabilitation  process  the  orthopedic  surgeon  and  physiatrist  were  called 
into  duty,  but  by-and-large  from  the  time  of  onset  until  this  present  day, 
the  allied  health  professional  was  working  through  the  process  dealing 
with  these  various  entities  and  specialists.  From  the  outset  of  the  care 
period  there  was  research  activity  going  on.  The  cost  of  care  in  those 
days,  the  AHP  salaries  as  well  as  the  physician  salaries  were  a lot 
different  than  they  are  today,  and  so  we  were  not  hurried;  I think  that's 
important.  Timing  in  chronic  disease  care  is  important;  you  can't  be 
hurried.  Today  time  costs  money — more  money  very  often  than  we  have.  At 
the  same  time  we  were  doing  this  we  were  trying  to  amass  some  sums  of 
money  through  voluntary  support  systems,  and  we  were  firing  it  into  three 
ways:  research,  clinical  care,  and  a very  strong  post-hospital  family 
support  follow-up  attendance  system.  The  field  of  rehabilitation  won  some 
of  its  greatest  peacetime  battles  in  this  process.  We  had  a consortium  of 
centers  at  that  time  that  had  bi-  or  tri-annual  meetings  of  groups  and 
disciplines  and  the  researchers'  and  the  deliverers'  care.  We  taught 
endless  students,  public,  and  professionals.  We  fostered  the  development 
of  large  rehabilitation  centers.  There  is  one  difference  between 
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arthritis  and  polio.  Polio  stabilizes  itself  and  becomes  predictable. 
Arthritis  obviously  doesn't. 

My  second  experience  was  with  the  Michigan  Arthritis  Control  Project. 
We  started  out  that  program  from  a single  institutional  base.  We 
approached  it  from  a research  center  model.  We  had  all  of  the  components 
that  one  could  predict  for  success.  We  had  very  little  public  or 
community  visibility  and  support.  We  had  a good  research  design.  We 
learned  a lot.  We  were  funded  at  a relatively  high  level  and  at  a 
political  whim  were  aborted  by  an  impoundment  of  funds.  We  gathered  in 
this  learning  process  a cadre  of  dedicated,  competent  professionals  who 
even  though  the  planning  and  early  implementation  stages  did  endless 
service  to  their  individual  professions  through  learning  about  the 
contributions  and  the  expectations  of  others  in  the  service  to  the 
university  at  large  and  in  our  health  care  facility. 

My  third  experience  was  not  too  long  ago  in  a rehabilitation  project 
program  for  severely  disabled  young  adults.  The  purpose  of  this  was  to 
create  almost  a perfect  therapeutic  community  environment  which  we  also 
hear  so  much  about.  We  amassed  parts  and  wholes  of  professionals  who  were 
willing  and  able  to  serve  as  clinical  faculty.  We  secured  initial  support 
from  vocational  rehabilitation  services  with  the  goal  of  self-support 
through  patient  dollars.  We  involved  the  community  heavily;  we  involved 
the  patients  and  the  family.  We  followed  a clinical  research  model  and 
not  a basic  research  model  since  we  did  not  have  funding  except  through 
patient  dollars--reimbursed  dollars.  The  patients  of  the  families  loved 
it;  it  was  indeed  a therapeutic  community.  It  was  a facility  that  was 
unheard  of  in  our  local  area.  We  tried  out  new  methodologies  that  had 
been  unheard  of  in  health  care  facilities.  Unfortunately,  I think  our 
population  base  was  very  large  and  the  health  cost  rose  dramatically  in 
the  second  half  of  the  60's,  beyond  the  abilities  and  the  expectations  of 
a single  Federal  agency  to  give  all  of  their  support  to.  We  ran  out  of 
time.  Our  present  reimbursement  system  was  inadequate  to  do  the  job  of 
clinical  care  for  chronic  disease  and  disabilities  that  we  were  treating 
and  continued  to  do  so.  We  all  had  a ball.  The  hospital  even  absorbed 
significant  losses  because  the  idea,  the  delivery  system,  and  the  staff 
were  all  outstanding.  Our  educational  efforts  and  our  clinical  practice 
were  unmatched.  We  make  friends  and  improvements  in  our  local  area  as  a 
result  of  the  interaction  with  other  groups  and  other  centers. 

What  are  my  points?  First:  Many  heads  gathered  together  for  a complex 
task  are  better  than  one.  The  collection  of  talented  people  in  one  place 
over  time  will  have  greater  cost-effectiveness  in  a mission  of  teaching 
and  training.  Our  present  reimbursement  system  from  multidisciplinary 
efforts  is  not  only  impractical  and  unfair,  but  borders  on  the  impossible. 
For  example,  outpatient  allied  health  professional  care  is  not  coverd  by- 
and-large.  Our  goal  is  to  get  arthritis  patients  controlled,  maintained, 
and  to  keep  him  at  an  ambulatory  status.  Yet  to  have  this  care  paid  for  we 
must  make  him  sick  and  hospitalize  him.  Interaction  and  interrelationship 
of  research  and  treatment  groups  on  a regional  or  national  level  have 
cost-effective  outcomes.  An  environment  to  do  the  job  supporting  the 
right  kind  of  combination  of  the  world's  test,  most  eager  and  talented 
professionals  is  essential.  The  patient  care  reimbursement  system  cannot 
be  pilfered  from  to  seek  out  teachers  and  researchers.  Therefore,  I urge 
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a knowledge  system  approach  created  on  the  foundation  which  already 
exists,  defining  programs  so  as  to  avoid  the  errors  of  previous 
experiences,  and  captilizing  on  the  successes  of  health  history. 

Thank  you. 


ENGLEMAN:  May  we  have  that  testimony?  Will  you  have  it  typed  up  for 

us? 

BECKER:  Yes;  I will. 

ENGLEMAN:  Thank  you  very  much.  May  we  now  proceed  to  hear  from  Velma 
Schlorff . 


TESTIMONY  OF 
VELMA  SCHLORFF,  M.P.H. 

EXECUTIVE  COMMITTEE,  AHP  SECTION,  ARTHRITIS  FOUNDATION 

SCHLORFF:  The  Commission  has  heard  testimony  from  hearings  in  several 
regions  of  the  country.  Basic  data  has  been  presented  as  to  the  scope  of 
the  problem  of  arthritis  and  I will  not  be  redundant  regarding  this  data. 
I will,  however,  reiterate,  in  the  time  permitted,  the  educational  needs 
of  the  consumer,  allied  health  professionals,  and  physicians;  and  touch 
upon  programs  of  care  and  health  care  delivery  systems. 

Through  personal  experience  and  professional  activities  of  the  Allied 
Health  Professions  Section,  The  Arthritis  Foundation,  a concern  and  need 
for  information  and  assistance  in  organization  and  administration  of 
consumer  education  programs  is  being  expressed  by  allied  health 
professionals  across  the  country.  The  "how  to"  and  "funding"  questions 
are  the  most  common  areas  of  inquiry.  Although  a few  such  type  programs 
exist,  length  of  operation  does  not  allow  for  a valid  assessment  of 
effectiveness  either  from  a long  or  short-term  basis  at  this  time. 

There  is  a major  obstacle  to  consumer  education.  How  can  we,  allied 
health  and  physician  personnel,  carry  out  effective  consumer  education 
when  there  is  a lack  of  exposure  of  the  physician  to  allied  health  and,  in 
turn,  a lack  of  exposure  of  allied  health  to  the  rheumatologist?  Basic 
educational  curricula  often  does  not  allow  for  either.  The  traditional 
curricula  for  allied  health,  in  particular  physical  therapy,  is  geared 
toward  employer  demands  which  has,  in  the  past,  been  primarily 
institutional.  In  other  words,  "The  tail  is  wagging  the  dog." 

For  the  management  of  arthritis  the  institutional  approach  alone  is 
inappropriate.  Appropriate  and  effective  means  of  outreach  beyond  the 
institutional  setting  of  the  metropolitan  areas  must  be  found  to  assure 
patient  care  programs  and  systems  of  delivery  to  those  who  do  not  have 
access  to  the  city  hospital,  clinics,  or  centers.  Such  a system  would 
allow  our  current  resources  which  are  concentrated  in  these  institutions 
to  be  more  fully  utilized. 
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To  summarize,  the  needs  include: 

(1)  Professional  education,  both  of  the  basic  curricula  and 

continuing  nature,  with  experience  in  the  appropriate  clinical 
and  outreach  settings. 

(2)  Research  in  treatment  methods  used  by  allied  health  professionals 
in  managing  arthritis. 

(3)  Allied  health  faculty  exposure  to  existing  arthritis  programs  so 
that  teaching  material  on  arthritis  is  incorporated  into  the 
allied  health  professions  didactic  preparation. 

(4)  Availability  of  rheumatologists  to  basic  allied  health 

professions  didactic  programs. 

(5)  Models  of  consumer  education  to  include  assessment  of  same. 

In  closing,  there  should  be  a concerted  effort  on  the  part  of  this 
Commission  to  assure  "-joint  ventures"  of  allied  health  professions  and 
physicians  for  innovative  and  improved  programs  of  research,  education  and 
services  for  persons  with  arthritis. 

I appreciate  the  Commission's  interest  in  the  improvement  of  care  for 
our  consumers,  your  appreciation  of  the  contributions  of  the  Allied  Health 
Professions,  and  the  opportunity  to  appear  before  you. 

ENGLEMAN:  Thank  you  very  much.  May  we  call  now  on  Marilyn  Doyle. 

i 

i 

TESTIMONY  OF 
MARILYN  DOYLE,  M.P.H. 

PROJECT  DIRECTOR 
ARTHRITIS  TOTAL  CARE  PROJECT 

i 

i 

DOYLE:  My  name  is  Marilyn  Doyle,  and  I am  implementing  a Regional 

Medical  Program  Pilot  Arthritis  Project  at  Vanderbilt  University  in 
Nashville,  Tennessee.  I would  first  like  to  describe  the  scope  of  the 
program  at  Vanderbilt,  then  I would  like  to  make  recommendations  to  the 
Commission. 

The  Arthritis  Total  Care  Program  is  involved  in  four  and  one-half 
arthritis  clinics  per  week  at  three  hospitals — Vanderbilt  University 
Hospital,  Veterans'  Administration  Hospital,  and  Nashville  General 
Hospital.  The  patient  with  rheumatoid  arthritis  is  incorporated  into  a 
program  fo t long-term  management.  This  program  involves  patient 
education,  social  services,  physical  therapy,  monitoring  of  treatment 
regime,  and  careful  assessment  of  medical  condition. 

The  average  patient  routine  is  as  follows:  The  patient's  condition  is 
first  identified  as  rheumatoid  arthritis  by  the  rheumatologist  at  one  of 
the  clinics.  Following  the  physician's  review,  the  physician's  assistant 
completes  a thorough  evaluation  to  determine  what  other  problems  may  be 
present  and  to  become  familiar  with  the  particular  patient  and  family.  An 
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individual  program  of  patient  education  is  started.  The  patient  is  then 
interviewed  by  the  social  worker  who  assesses  the  family  and  social 
situation  and  discusses  various  aspects  of  the  disease  with  the  patient. 
Following  the  social  service  evaluation,  the  patient  or  family  may  be 
selected  for  casework,  or  seen  from  time  to  time  for  supportive  measures. 
Following  these  assessments  and  establishment  of  a treatment  regime  by  the 
rheumatologist,  the  patient  is  incorporated  into  group  sessions  for 
patient  education  and  socialization  which  occur  at  each  patient  visit.  If 
the  treatment  regime  is  gold  therapy,  the  patient  is  scheduled  for  a 
monitoring  clinic.  The  monitoring  clinic  has  a rheumatologist  available 
for  consultation.  The  patients  are  seen  approximately  once  a month  by  the 
rheumatologist  who  reassesses  their  progress.  The  incorporation  of  a 
physical  therapist  will  add  another  dimension  to  the  program.  Presently, 
we  include  physical  therapists  in  the  group  sessions.  The  group  sessions 
involve  education  about  the  disease  and  treatment,  nutrition,  exercise  and 
rest,  dental  care,  quackery,  aspirin,  side  effects  and  allergies,  joint 
protection  and  hazards  in  the  home. 

There  is  currently  a total  of  75  patients  seen  in  all  clinics  per 
week.  Of  these  patients,  an  average  of  32  per  week  are  presently  involved 
in  the  above  management  program.  Six  to  eight  new  patients  are  added  to 
the  management  program  each  month.  Future  plans  include  holding  community 
sessions  for  patients  who  are  followed  outside  of  the  three  hospitals  as 
well  as  picking  up  patients  from  other  doctors  in  the  hospitals.  The 
staff  is  convinced  that  the  inclusion  of  all  components  in  a well  planned 
and  thoughtful  manner  is  absolutely  necessary  if  the  full  benefit  of  the 
medical  management  is  to  be  reaped. 

I would  like  to  communicate  problems  we  have  noted  in  hopes  that  these 
might  be  addressed  under  The  Arthritis  Act: 

(1)  A nationwide  campaign  is  necessary  to  inform  physicians  and 
allied-  health  about  the  diseases  of  arthritis  and  related 
conditions.  Gf  particular  focus  should  be  medical  personnel  who 
are  relatively  isolated  from  learning  centers. 

(2)  A nationwide  campaign  is  also  necessary  to  inform  the  public 
about  these  diseases  so  that  conditions  c i be  detected  earlier. 

(3)  Better  patient  education  materials  should  be  developed  to  include 
discussions  of  the  diseases,  treatments,  reactions  to  drugs, 
rest,  exercise,  joint  protection,  nutrition,  dental  care,  aids  in 
daily  living,  unsafe  conditions  in  the  home,  and  quackery. 
Materials  appropriate  for  patients  of  various  educational  levels 
and  family  members  are  necessary.  (The  1970  U.S.  Census  reports 
a median  educational  level  of  10.7  for  the  Southeast  region 
compared  to  12.1  for  the  nation.)  Visual  aids  for  patient 
education  are  needed. 

(4)  A clearinghouse  for  patient  education  materials  is  needed  to 
provide  access  to  materials  that  have  been  developed  in  various 
programs.  I have  two  items  from  Hawaii  programs  to  demonstrate 
this  need.  The  Commission  should  be  aware  of  the  patient 
education  activities  proposed  by  representatives  from  the 


4-179 


Atlanta,  Georgia 


December  9,  1975 


Arthritis  Foundation,  the  American  Rheumatism  Association,  the 
Allied  Health  Profession's  Section,  the  American  Academy  of 
Orthopedic  Surgeons,  RMP  Programs,  and  Pilot  Arthritis  Projects. 
Attached  are  minutes  from  a meeting  held  in  September.  The 

Commission  should  include  in  their  recommendation  the 

coordination  of  future  patient  education  activities  with  the  work 
done  to  date  by  this  group.  The  Commission  should  recommend  that 
funds  be  provided  for  the  proposed  activities  if  sufficient  funds 
are  not  obtained  from  other  sources. 

(5)  Major  problems  currently  exist  in  the  financing  of  the  care  for 
patients  with  arthritis  and  related  conditions. 

a.  Aspirin,  the  most  common  treatment  for  arthritis,  is  not 
covered  by  Medicaid  or  Medicare  and  is  frequently  a problem 
to  purchase  for  patients. 

b.  Self-help  devices  such  as  elevated  commode  seats  and  bars 
are  not  available  through  Medicaid  or  Medicare. 

c.  Medicare  covers  only  80  percent  of  the  cost  of  outpatient 
treatment  following  a $60  deductable.  For  patients  needing 
regular  treatment  as  required  in  arthritis,  this  20  percent 
in  addition  to  other  parts  of  their  care  which  are  not 
covered  by  Medicare,  is  substantial. 

d.  Regular  outpatient  treatment  for  physical  therapy  would 

benefit  a segment  of  the  patients  and  yet  is  totally  outside 
their  ability  to  finance  even  for  those  who  are  covered  by 
Medicare.  The  20  percent  portion  of  a one  hour  session 
involving  exercise  and  hydrotherapy,  plus  transportation  and 
parking,  results  in  costs  which  are  in  excess  of  the 
patient's  financial  ability. 

e.  Measures  need  to  be  taken  to  accommodate  part-time 

employment  of  individuals  with  skills  who  are  physically 
able  to  work. 

f.  Medical  benefits  should  become  available  to  the  patient  when 

needed  rather  than  waiting  for  24  months  after  obtaining 

disability.  Good  medical  care  will  postpone  disability  and 

should  not  be  tied  to  disability. 

g.  Recent  data  from  the  Survey  of  Current  Business  shows  the 
Southeast  region  average  per  capita  income  as  $4,696  in  1974 
compared  to  $5,448  for  the  U.S.  as  a whole  making  the  burden 
of  the  expensive  care  even  more  troublesome. 

h.  Dental  care  should  be  provided  in  third-party  financing  for 
patients  with  these  conditions.  Poor  dental  health 
interferes  with  a good  management  program. 
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i.  Financing  for  outpatient  care  is  not  normally  provided  for 
most  patients.  This  makes  outpatient  management  tco  costly 
for  many  patients. 

j.  Travel  costs  should  be  included  in  the  cost  of  care  for 

patients. 

(6)  Comprehensive  management  programs  should  be  advocated.  Otherwise 
the  care  is  likely  to  be  episodic  and  only  meet  the  challenge  of 
acute  conditions,  the  severity  of  which  might  be  reduced  if 
comprehensive  programs  are  instituted. 

(7) .  Training  programs  for  arthritis  health  care  personnel  should  be 

developed  to  teach  the  dynamics  of  long-term  management  of  these 
diseases  as  a team.  Very  few  educational  curriculums  have  given 
health  personnel  sufficient  knowledge  about  the  interdisciplinary 
contributions  to  management  and  how  to  include  these  in  a variety 
of  settings.  In  particular,  patient  education  techniques  need  to 
be  taught  in  a training  program. 

(8)  The  Commission  should  recommend  continued  financing  of  the  RMP 
Pilot  Arthritis  Projects.  We  believe  that  many  have  provided  a 
fresh  look  at  the  development  of  high  quality  management 
programs.  Since  third-party  funding  rarely  covers  outpatient 
care  to  any  great  extent,  self-sufficiency  is  thwarted  until  a 
better  system  of  financing  occurs.  We  look  forward  to  a good 
National  Health  Insurance  program  that  will  make  such 
comprehensive  programs  possible  without  outside  funding. 

I would  like  to  thank  you  for  giving  us  the  opportunity  to  relate 
these  concerns  and  problems. 

DONALDSON:  I think  we'll  have  to  move  on  to  the  next  series  of 
witnesses.  Dr.  Holley,  whenever  you're  ready  you  may  proceed. 


TESTIMONY  OF 
HOWARD  HOLLEY,  M.D. 

PROFESSOR,  RHEUMATOLOGY 
UNIVERSITY  OF  ALABAMA,  BIRMINGHAM 

HOLLEY:  I would  like  to  speak  for  the  arthritis  sufferer  on  whom  the 
world  seems  to  have  turned  its  back.  For  some  reason,  the  magnitude  of 
the  arthritis  problem  has  not  entered  the  consciousness  of  the  public.  It 
is  apparent  that  "key  health  prof essionals"--even  the  medical  profession — 
have  shown  a laissez-faire  attitude  or  almost  apathy  toward  this  national 
health  problem.  I am  appealing  to  you  who  represent  those  with  a power  to 
change  things--the  people. 

It  is  not  acceptable  that  millions  of  people  with  so  terrible  an 
affliction  should  continue  to  be  told  "Not  here,  not  now,  maybe  later," 
when  a major  attack  on  the  disease  is  suggested.  Certainly  there  are  many 
crippling  diseases  that  plague  the  human  race,  but  there  are  few  in  which 
physical  suffering  is  so  constant  a finding  as  in  rheumatoid  arthritis. 
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My  appeal  is  for  concern  and  action  now. 

I would  like  for  ycu  to  meet  some  little  people  with  "big"  courage. 
For  it  takes  courage  and  lots  of  it  every  day  for  them  to  face  life 
(photographs  submitted  with  testimony) . These  are  the  faces  of  pain. 
These  are  the  hands  of  pain. 

These  children  have  endured  more  pain  in  their  short  lives  than  most 
of  you  will  have  to  endure  during  your  entire  lifetime.  For  these 
children  are  suffering  from  rheumatic  diseases,  particularly  juvenile 
rheumatoid  arthritis.  . They  are  being  treated  at  a Clinical  Research 
Center  for  Rheumatic  Diseases  at  the  University  of  Alabama  Medical  Center. 

Rheumatoid  arthritis  attacks  children  as  well  as  adults.  Some  of  the 
victims  have  their  disease  beginning  as  early  as  6 months  of  age.  This 
disease  is  widely  known  for  its  potential  crippling  effect,  but  few  people 
realize  that  children  may  be  victims  and  live  with  almost  constant  pain. 
Most  of  us  can  understand  and  appreciate  pain  of  short  duration,  but  the 
knowledge  that  these  children  have  almost  continual  pain  day  in  and  day 
out  is  indeed  difficult  for  us  to  conceive.  During  these  long  years,  they 
have  walked  with  pain  as  if  pain  were  a companion,  an  acquaintance  whom 
they  have  learned  to  recognize  and  do  not  fear.  Some  of  them  cannot 
remember  what  life  was  like  without  pain  and,  as  a result,  possibly  in  a 
desperate  attempt  to  be  "one  of  the  crowd,"  attempt  to  ignore  or  deny 
their  suffering  and  pursue  what  normal  activity  they  can  in  order  to  be 
accepted  by  their  playmates.  They  don't  even  ask  why  they  have  been 
assigned  such  a fate  in  life.  For  the  most  part,  they  make  the  best  of 
their  lot.  This  is  why  they  are  such  satisfactory  patients  to  treat. 
They  are  so  cooperative  and  grateful  for  whatever  you  can  do  for  them. 
They  deserve  much  more  out  of  life  than  they  are  receiving. 

These  patients  are  indeed  courageous  individuals.  I believe  that 
President  John  F.  Kennedy  so  poignantly  expressed  their  case  in  his 
Profiles  in  Courage. 

"For  without  belittling  the  courage  with 
which  men  have  died,  we  should  not 
forget  those  acts  of  courage  with  which 
men  (and  women) ...  have  lived.  The 
courage  of  life  is  often  a less  dramatic 
spectacle  than  the  courage  of  a final 
moment;  but  it  is  no  less  a magnifient 
mixture  of  triumph  and  tragedy.  A man 
does  what  he  must--in  spite  of  personal 
consequences,  in  spite  of  obstacles  and 
dangers  and  pressures--and  that  is  the 
basis  of  all  human  morality." 

Never  before  has  research  offered  so  much  promise  for  the  control  of 
arthritis.  It  has  been  only  in  the  last  quarter  of  a century  that  we  have 
witnessed  the  astounding,  majestic  march  of  science-based  medical  care. 
Our  capacity  has  been  remarkably  extended  to  do  good  for  our  patients. 
New  clues  are  unraveling  the  mysteries  of  chronic  inflammation.  Renewed 
hope  for  the  control  of  rheumatic  inflammation  by  drugs  has  emerged  but 
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more  important  new  clues  as  to  the  pathogenesis  and  perhaps  prevention  or 
cure  of  rheumatoid  and  related  arthritis  have  been  developed. 

President  Lyndon  B.  Johnson,  speaking  in  1968,  said  of  this  continuing 
battle:  "Surely  no  more  vexing  health  problem  can  be  named  than  the  one 
that  you  battle,  arthritis. . . like  most  of  our  problems,  it  is  within  our 
power  to  solve  it.  If  we  have  the  will,  we  will  find  the  way." 

Today,  rheumatic  disease  remains  one  of  the  great  unsolved  mysteries 
of  medical  science.  But,  fortunately,  many  scientists  have  chosen  as 
their  life's  work  the  study  of  the  cause  and  cure  of  these  diseases. 
Surely  rheumatic  diseases  offer  such  a challenge  that  any  advancement  in 
knowledge  is  worthwhile.  Eut  it  must  be  said  that  this  disease  has 
offered  such  a puzzle  throughout  the  years  that  research  workers  have  been 
reluctant  to  tackle  the  problem  of  its  cause  and  eventual  cure,  where  the 
promise  of  success  was  so  remote. 

Sir  William  Osier  once  commented  fortitiously  that,  in  the  study  of 
these  diseases,  we  should  "exploit  the  known  and  explore  the  unknown." 
That  is  exactly  what  we  are  now  doing.  Today  much  is  known  about 
arthritis,  its  diagnosis  and  modern  management.  It  seems  timely  then  that 
we  should  attempt  to  make  this  newer  knowledge  available  to  the  individual 
patient.  It  is  difficult  to  realize  that  much  of  the  newer  knowledge 
about  this  disease  is  not  yet  in  use  by  most  family  physicians;  many  of 
whom  look  on  these  patients  as  a frustrating  problem  and  are  loath  to 
undertake  their  treatment.  We  know  now  that  much  can  be  done  for  the 
well-being  and  comfort  of  these  unfortunate  victims  and  many  often  are 
able  to  return  to  a normal  place  in  life.  It  is  imperative  that  patients 
with  arthritis  have  the  benefit  of  the  most  modern  methods  of  diagnosis 
and  treatment.  I think  most  investigators  agree  that  the  care  of  patients 
furnishes  the  greatest  incentive  and  the  most  interesting  and  personally 
rewarding  part  of  medicine.  This  is  particularly  true  of  patients  with 
arthritis  in  a Clinical  Research  Center.  Research  and  treatment  of  the 
victims  of  these  diseases  are  proceeding  simultaneously  in  accordance  with 
the  best  and  latest  knowledge.  Certainly,  today,  with  our  newer  methods 
of  treatment,  pain  is  relieved  and  much  of  the  dreaded  crippling  effects 
of  the  disease  can  be  prevented. 

A side  benefit  that  is  important  and  should  not  be  delegated  to  second 
place  is  the  ultimate  effect  of  these  clinical  centers  on  the  type  of 
medicine  that  will  be  made  available  to  patients  by  the  family  physician. 
For,  indeed,  this  important  teaching  and  demonstration  of  the  modern  tools 
for  diagnosis  and  management  of  these  diseases  is  one  of  the  goals  of  such 
a program.  Many  a private  doctor,  harassed  by  a busy  practice,  is  utterly 
baffled  by  these  diseases.  He  may  feel  he  is  unable  to  cope  with  the 
relentless  progress  of  the  disease,  and  his  distress  and  hopelessness  may 
often  be  transmitted  to  the  patient.  As  a result,  the  treatment  fails. 
These  special  clinics  offer  hope  for  the  patient  with  rheumatoid  arthritis 
and  aid  for  the  family  physician,  for  it  is  to  him  that  the  patient  will 
ultimately  look  for  his  care. 

Now,  the  eventual  answer  to  this  baffling  medical  mystery  is  in 
"exploring  the  unknown,"  i.e.,  research,  and  it  is  this  parameter  that  I 
would  like  to  emphasize  today.  What  is  needed  is  a great  "Manhattan 
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Project" — consisting  of  a coordinated,  in  depth,  research  program — with  a 
will  to  win  the  battle  against  arthritis  and  its  effects.  With  the 
Congress  and  public  backing  us,  we  will  not  fail! 

To  study  the  cause  of  such  a puzzling  disease  will  of  necessity  be 
long,  detailed,  and  obviously  expensive.  Research  studies  in  these 
diseases  are  relatively  new  for  it  has  been  only  within  the  last  two 
decades  that  the  big  guns  of  science  have  been  brought  to  bear  on  this 
problem.  Every  clue  will  have  to  be  sifted  and  explored  exhaustively 
regardless  of  how  insignificant  it  may  appear. 

Unfortunately,  too  often  the  public  fails  to  appreciate  the  fact  that 
most  of  the  great  advances  in  medicine  have  been  the  result  of  years  of 
labor  and  observation  by  a multitude  of  scientists  working  throughout  the 
world.  A little  evidence  here,  some  there,  and  then  we  have  the  whole 
picture  slowly  fitted  together — literally  built  piece  by  piece,  with  the 
frustration  and  heartaches  of  men  and  women  working  through  the  years; 
this  is  the  story  of  research.  Very  little  glamour  or  praise  reaches 
those  individuals  without  whose  work  the  clue  to  the  cause  and  cure  of 
disease  would  not  be  possible. 

Historically,  most  medical  breakthroughs  in  the  cause  of  disease  have 
been  due  to  careful  observation  and  interpretation  of  clinical 
manifestations  of  the  disease  itself.  Therefore,  to  be  successful,  a 
research  program  must  have  access  to  patients.  Each  clinical 
manifestation  of  the  disease  may  be  in  itself  a clue  that  must  be  explored 
to  its  fullest.  In  a disease  like  rheumatoid  arthritis,  with  its  protean 
manifestations,  this  will  be  a difficult  task.  Now  just  observing  a 
patient  is  often  not  rewarding,  but  when  a trained  investigator  observes  a 
symptom  or  sign  occurring  repeatedly  in  a group  of  patients,  this  may  have 
the  utmost  significance.  We  begin  to  ask  why.  You  can  see  how  important 
it  is  that  trained  investigators  in  this  field  be  available  to  interpret 
what  is  significant  and  what  is  not.  They  are  the  ones  who  should  plot 
the  direction  of  the  research  effort.  Therefore,  training  of 
investigators  is  of  utmost  importance  in  any  long-range  research  program. 

The  absence  of  a training  program  for  training  medical  and  paramedical 
personnel  in  the  diagnosis  and  management  of  arthritis  would  not  be 
serving  the  eventual  purpose  of  medical  science;  in  order  for  knowledge  to 
live  and  grow  and  be  utilized,  it  must  be  transmitted  to  others.  Such  are 
our  training  programs  where  young  physicians  with  talent  take  our  present 
knowledge,  improve  on  it  through  further  research  and  observation  and  use 
it  in  the  care  of  patients;  the  paramedical  sciences,  through  clinics  and 
group  discussion,  are  also  universally  benefited.  In  addition,  we  cannot 
overlook  ttye  value  of  having  young  inquisitive  minds  such  as  medical 
students,  research  workers  and  trainees — they  are  a source  of  inspiration 
today  and  indeed  our  hope  for  the  future. 

A national  program  should  coordinate  these  studies  in  the  clinical 
research  centers.  This  will  prevent  duplication  and  diffusion  of  effort 
and  speed  realization  of  our  goals,  both  in  research  and  treatment.  To 
make  these  center  programs  worthwhile  and  part  of  an  overall  plan,  high 
medical  standards  will  be  established  at  the  national  level.  Equally  as 
important  is  the  evaluation  of  how  data  on  observations  are  recorded  so 
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that  these  meet  specific  accepted  scientific  standards  and  procedures. 
Thus,  the  uniform  data  from  different  centers  can  be  evaluated  on  a 
national  level  which  will  furnish  more  meaningful  information  to  a greater 
number  of  investigators.  This  will  serve  to  maintain  excellency  in 
service  and  research. 

Now,  I would  like  to  bid  you  welcome  into  a fellowship  of  those  who 
bear  the  mark  of  pain.  For,  indeed,  it  is  a fellowship.  Without  your 
interest,  encouragement,  and  aid,  we  could  not  undertake  such  a program. 
I would  like  to  assure  you  that,  without  your  interest  and  concern,  our 
work  would  be  hampered  and  the  overall  goal  for  the  finding  of  a cause  and 
ultimate  cure  for  the  "Crippler"  will  be  delayed.  And,  today,  it  is 
indeed  heartening  to  have  the  United  States  Congress  join  hands  with  us  in 
this  undertaking.  The  Congress  who  represent  the  people  has  a long  record 
of  meritorious  service  in  many  worthy  health  problems  and  we  want  to 
express  publicly  to  them  our  appreciation  for  giving  so  generously  of 
their  efforts  and  funds  to  make  such  work  possible.  We  will  always  have 
difficulty  in  appropriately  balancing  our  technology,  our  humanity  and  our 
wisdom  in  the  care  of  patients.  Certainly  we  should  continue  our  catholic 
curiosity,  broad  clinical  skills,  and  a science-based,  patient-oriented 
humanism.  The  medical  scientists  have  the  capability  and,  given  the  funds 
and  time,  they  will  succeed. 

I look  forward  to  a pleasant  and  mutually  beneficial  cooperation  in 
our  combined  efforts  to  conguer  this  greatest  crippler  of  mankind. 


DONALDSON:  Thank  you  very  much.  Dr.  Holley.  We  certainly  appreciate 
your  coming  here,  your  message  is  heard. 

BATCHELOR:  I'd  just  like  to  acknowledge  Dr.  Holley's  presence  here  in 
two  brief  ways.  The  Arthritis  Institute  has  supported  research  training 
since  approximately  1955.  The  first  training  award  we  made  bears  the 
number  T-0-1-A-M-5-0-0-0,  and  they  all  build  up  from  that.  The  first  one 
was  awarded  to  the  University  of  Alabama  because  of  these  singular 
endeavors  of  Dr.  Howard  Holley. 

Secondly,  I want  to  acknowledge  him  by  saying  that  I first  met  Dr. 
Holley  when  I came  to  NIH  some  10  years  ago  making  site  visits;  I found  a 
most  unusual  arrangement  for  a site  visit.  Our  hard-fisted  recordkeepers 
were  allowing  the  most  remarkable  arrangement  for  travel.  We  had  one  site 
visitor  who  showed  up  for  every  site  visit  one  day  early.  What  was  the 
Federal  Government  up  to?  Dr.  Holley,  when  asked  to  serve  on  the  training 
committee,  said,  "I  will  serve  but  I have  a little  trouble  getting  around, 
and  if  you  give  me  a day  to  travel,  and  a day  to  limber.  I'll  serve,"  and 
serve  he  did.  It's  great  to  see  you. 

POLLEY:  I can't  let  this  occasion  pass  without  acknowledging  my  alter- 
rheumatological  ego.  I've  benefited  from  Dr.  Holley's  productivity  for 
many  years. 

HOLLEY:  I had  two  broken  legs  from  an  unfortunate  fall,  and  that's  the 
reason  I'm  in  a wheelchair. 
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DONALASON:  Thank  you  again,  sir.  Dr.  Eyring. 


SUBMITTED  STATEMENT  OF 
EDWARD  J.  EYRING,  M.D. 

MEDICAI  DIRECTOR,  ARTHRITIS  CENTER 
AND 

WILLIAM  B.  CAMPBELL  Ph.D 
PROGRAM  DIRECTOR,  ARTHRITIS  CENTER 

The  Knoxville  area  is  significantly  under  supplied  with  medical 
assistance  for  the  arthritic.  There  is  no  funded  investigation  going  on  at 
present.  There  is  no  resident  training  program  in  arthritis.  There  are  no 
full-time  rhematatologists.  many  patients  are  not  being  cared  for, 
especially  those  with  degenerative  joint  disease. 

An  arthritis  center  has  been  established  under  the  auspices  of 
Regional  Medical  Program,  socn  to  be  discontinued.  Not  only  should  this 
facility  not  be  closed,  but  arthritis  care  should  be  explaned. 

Especially  of  need  and  within  our  capabilities  are  the  following  ser- 
vices to  the  community: 

(1)  Collaborative  treatment  testing  trails,  both  for  surgical, 
physical  and  chemical  therapy 

(2)  Resident  training  for  pediatric,  orthopedic  and  general  practice 
resident.  All  these  departments  of  the  medical  units  have  active 
training  programs  and  should  be  exposed  to  organized  approach  to 
comprehensive  care. 

(3)  Training  for  social  workers  and  nurses  is  special  to  these 
conditions.  Again,  optional  benefit  can  be  gained  from  exposure 
to  a well  functioning  treatment  team. 

(4)  Training  for  therapists  and  biomedical  engineers.  We  have  placed 
emphasis  on  monitoring  processes  (e.g  thermal,  audiovisual,  ad 
pictoral)  which  will  be  universally  acceptable  for  following  the 
disease  process,  with  or  without  therapy. 

(5)  Development  of  assistive  devices  and  of  environmental 

modification  modes  which  will  improve  the  function  of  handicapped 
individuals  (e.  g.  altering  machinery  at  work  to  accomodate  the 
patient) . Such  an  approach  has  enabled  us  to  restore  potentially 
productive  individuals  to  the  community. 

(6)  Identification  of  cases  and  establishment  of  satellite  clinics. 
Optional  care  should  be  extened  out  from  the  centner  with  services  made 
available  for  difficult  patients  informed  centrally. 
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TESTIMONY  OF 
EDWARD  J.  ERYING,  M.D. 

EYRING:  I recognize  even  from  the  short  time  that  I've  been  here  that 
there  is  very  little  new  that  I can  add.  I've  come  today  to  represent 
East  Tennessee;  you've  heard  a representative  of  Middle  Tennessee.  This 
is  an  area  of  about  a million  plus  people  in  which  there  is  no  full-time 
rheumatologist.  There  are  no  funded  investigation  programs.  There  is  no 
resident  training  program  in  arthritis  and  many  patients  are  not  being 
cared  for,  particularly  those  with  degenerative  joint  disease.  And  I 
might  add,  when  I went  to  Tennessee—and  I happened  to  also  be  interested 
in  pediatric  arthritis-I  was  told  there  was  no  arthritis  in  East  Tennessee 
in  children.  I've  found  them  coming  from  the  psychiatrist,  from  the 
dermatologist,  from  a variety  of  sources  that  are  really  remarkable. 
What's  been  happening  to  children  that  actually  did  have  rheumatoid 
arthritis  in  East  Tennessee? 

I'd  also  be  remiss  if  I didn't  give  some  credits.  I'm  here  because  of 
the  foresight  of  the  National  Institutes  of  Health.  The  National 
Institutes  of  Health,  in  1961,  was  funding  an  extramural  traineeship  and  I 
was  one  of  the  first  people  that  went  under  the  wing  of  a man  named 
Ephraim  Engleman,  and  got  interested  in  arthritis.  Dr.  Engleman,  in  my 
view,  has  done  an  enormous  amount  for  arthritis.  The  second  person  I ran 
into  was  Dr.  Batchelor,  and  largely  through  his  efforts  I went  back  into 
post- docto rial  training  and  got  a Ph.D.  in  Chemistry.  I got  very 
interested  in  some  of  the  basic  aspects  of  investigation.  I'm  also 
indebted  to  the  Regional  Medical  Program  which  is,  I guess,  now  on  its 
last  leg,  as  Dr.  Donaldson  pointed  out.  But  through  the  efforts  of  the 
Regional  Medical  Program  and  some  really  inspiring  people  in  Middle 
Tennessee  we  were  able  to  start  an  arthritis  center. 

So  I'm  here  in  a number  of  capacities.  First,  I'm  the  medical  director 
of  the  Arthritis  Center.  Secondly,  I'm  a consultant  in  biomedical 
engineering  and  I'm  actively  interested  in  external  and  internal  support 
devices.  Third,  I'm  a member  of  the  faculty  of  the  University  of 
Tennessee  Medical  Units,  both  in  Pediatrics  and  in  Orthopedics.  Fourth, 
I'm  a clinical  investigator,  particularly  interested  in  trace  metal 
metabolism.  Fifth,  I'm  a physician,  primarily  interested  in 
pediatric/orthopedics  and  in  arthritis. 

In  conjunction  with  each  of  these  needs,  in  each  of  these  areas  I see 
some  crying  needs.  First,  in  the  area  of  the  Arthritis  Center  now  funded 
by  RMP.  I think  that  very  quickly  we  need  to  focus  on  where  the  support 
is  going  to  come  from  to  continue  these  projects.  Ours  happens  to  be 
called  "restoration  of  the  arthritic  to  the  community."  We've  made  some 
tables  out,  and  in  a year's  time  we  restored  seven  patients  to  the 
community.  Every  time  I think  about  numbers  it  doesn't  sound  like  very 
many,  but  if  you  calculate  the  cost  of  1 of  those  patients  on  welfare  for 
30  years  it's  a significant  contribution;  and  I'm  sure  it  greatly  exceeds 
the  amount  that  we  receive  from  RMP.  We're  particularly  interested  in 
biomedical  engineering,  both  from  the  point  of  view  of  external  support 
development  and  environmental  modification;  for  example,  if  a patient 
can't  reach  his  instrument  or  his  device  at  work,  we're  trying  to  modify 
his  work  environment  so  that  he  can  go  on  working.  We're  also  interested 
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in  implant  materials  arid  particularly  in  the  area  of  degenerative 
arthritis  in  young  people.  We  have  a medical  center  which  I think  fits 
the  category  to  be  supported  by  the  Arthritis  Act,  but  our  medical  center, 
like  so  many,  doesn't  have  a full-time  rheumatologist.  There  is  no 
rheumatology  unit;  and  I think  this  needs  to  be  developed.  I think  that 
I'd  like  to  see  our  investigation  in  the  trace  of  metal  supported.  Right 
now  it's  being  supported  through  the  University  of  Tennessee  in  the 
Biomedical  Engineering  Department,  through  monies  that  I got  some  time 
ago.  I think  that  this  is  a really  interesting  area,  and  again,  I'm 
talking  from  my  own  personal  viewpoint — which  I really  only  have  that 
viewpoint  to  talk  from.  Finally,  as  a physician  I'm  greatly  impressed 
with  the  need  for  public  education.  Whether  we  need  to  advertise  on 
national  television,  if  we  had  only  put  as  many  minutes  into  advertising 
arthritis  as  our  advertising  cigarettes  or  beer  or  tires,  I think  we  could 
greatly  improve  the  education  of  the  community  and  direct  some  of  the 
interest  where  it  belongs. 

Thank  you  very  much  for  allowing  me  to  testify  this  morning. 

DONALDSON:  Thank  you  very  much,  Ed.  Thank  you.  Are  there  any  other 

guesti ons? 

ANTHROP:  I agree  with  you.  Whenever  I see  the  television  ad  that  says, 
"Take  one  of  these  for  minor  arthritic  pain,  you'll  be  just  fine,"  I 
think,  if  they  donated  more  of  that  time  to  education  for  the  public  it 
would  be  worth  mere  than  that  little  old  asprin. 

„ DONALDSON:  May  we  ask  the  following  to  step  forward:  Dr.  Shaun  Ruddy, 

Mr.  James  Mills,  and  Dr.  Darrell  Crain.  Dr.  Ruddy. 

?! 

11 1 

„ TESTIMONY  OF 

SHAUN  RUDDY,  M.D. 

PROFESSOR  AND  CHAIRMAN 

■!|  DIVISION  OF  IMMUNOLOGY  AND  CONNECTIVE  TISSUES 

MEDICAL  COLLEGE  OF  VIRGINIA 

»i 

RUDDY:  This  morning  I would  like  to  address  myself  to  two  issues:  the 

need  for  the  Commission  to  establish  explicit  guidelines  for  the  percent 
of  funding  or  effort  to  be  devoted  to  research  and  the  impact  of  the 
Centers  concept  on  the  distribution  of  research  funds. 

Although  as  Chairman  of  the  Division  of  Immunology  and  Connective 
Tissue  Diseases  at  the  Medical  College  of  Virginia  I spend  some  time 
pushing  administrative  papers  and  a fair  amount  of  time  in  a research 
laboratory,  I am  also  a practicing  rheumatologist.  I am,  therefore,  aware 
of  the  significant  improvement  in  the  diagnosis  and  treatment  of  rheumatic 
diseases  which  have  come  about  during  the  past  20  years,  largely  as  a 
result  of  very  carefully  controlled  clinical  trials.  I am  also  aware  of 
the  rapid  strides  which  have  been  made  in  the  fields  of  reconstructive 
orthopedic  surgery.  As  a participant  in  the  Virginia  Regional  Medical 
Program  for  Arthrijbis,  together  with  my  colleagues  at  the  Medical  College 
of  Virginia  and  the  University  of  Virginia,  I spend  a fair  amount  of  time 
trying  to  bring  an  awareness  of  these  advances  to  practicing  physicians  in 
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Virginia  communities,  and  I feel  that  this  is  time  well-spent.  There  is 
no  doubt  that  these  areas  require  much  greater  support  than  has  hitherto 
been  available. 

If  we  were  able  to  train  all  of  the  family  practitioners  and 
internists  as  expert  rheumatologists,  we  should  theoretically  be  able  to 
administer  exactly  the  right  kinds  and  amounts  of  medicines  and  give  the 
right  advice  to  all  patients  with  rheumatic  diseases.  Given  an  unlimited 
number  of  physiatrists,  the  preservation  of  joint  function  and  the 
rehabilitation  of  disabled  patients  could  be  maximized.  With  additional 
expenditures  for  some  development  of  hardware,  if  we  had  enough  orthopedic 
surgeons  and  enough  operating  rooms,  we  could  probably  arrange  to  replace 
all  significantly  diseased  joints  in  all  patients  with  prosthetic  ones 
that  were  pain-free  and  worked  well.  If  all  these  things  came  to  pass,  I 
submit  that  neither  the  members  of  the  Commission  nor  patients  with 
arthritis  throughout  the  nation  would  be  satisfied  with  the  results. 

This  kind  of  massive  application  of  recent  developments  has  actually 
been  used  in  the  treatment  of  kidney  disease.  We  are  now  spending  more 
than  1.5  billions  of  dollars  annually  for  treatment  of  patients  with  renal 
failure  by  dialysis.  Soon  we  will  be  spending  more.  Though  it's 
certainly  better  than  dying  with  renal  failure,  and,  in  some  instances  the 
quality  of  life  isn't  bad,  it  certainly  is  not  as  good  as  never  having  had 
kidney  failure  to  begin  with  because  it  could  effectively  be  prevented  or 
treated.  Yet  the  total  expenditure  for  research  into  ways  of  effective 
prevention  or  primary  treatment  amounts  to  well  under  1 percent  of  the 
total  expenditure  for  dialysis. 

Some  people  would  say  that  that's  not  a very  bright  way  to  behave.  I 
would  submit  that  the  good  people  who  concern  themselves  with  the  care  of 
kidney  disease  didn't  mean  for  it  to  happen  that  way.  And  therein  lies 
the  lesson  for  this  Commission.  It  is  well  within  the  province  of  this 
Commission  to  make  a conscious  judgement  about  what  percentage  of  the 
total  arthritis  effort  should  be  spent  on  research,  and  you  should  do  just 
that,  with  a hard  number.  Generalities  in  praise  of  research  and  vagaries 
about  the  need  for  more  research  will  be  worth  little.  Any  politician 
will  tell  you,  and  the  recent  NIH  budgets  amply  show  you,  that  there  is 
not  much  of  a constituency  for  research.  In  the  press  of  the  rush  to 
provide  patient  care  for  arthritis  and  to  bring  the  advances  of  modern 
rheumatology  to  all  of  the  nation,  the  research  dollars  will  quickly 
dwindle  unless  you,  the  Commission,  have  specifically  provided  for  their 
preservation.  This  means  that  not  only  must  you  define  what  proportion  of 
the  effort  should  be  devoted  to  research,  but  having  decided,  you  must 
establish  a mechanism  for  annual  review  to  insure  that  your  guidelines  and 
your  recommendations  for  research  are  being  met. 

I should  like  now  to  turn  briefly  to  the  question  of  what  impact  the 
Centers  concept  will  have  on  the  distribution  of  research  funds.  There  is 
no  question  that  assembling  a sizeable  number  of  people  with  interests  in 
a similar  subject  and  letting  them  rut  together  can  be  very  productive. 
On  the  other  hand,  I would  guess  that  if  you  could  survey  most  workers  in 
the  field,  they  would  be  overwhelmingly  against  the  concept  of  plunking 
down  large  amounts  of  money  in  a relatively  small  number  of  comprehensive 
Centers.  I have  participated  in  such  centers  for  other  disciplines 
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before,  and  I can  tell  you  that  (1)  they  are  just  plain  wasteful  of  money, 
often  providing  more  than  is  necessary  to  established  groups  which  are 
already  relatively  well-heeled  financially;  (2)  in  their  effort  to  be 
comprehensive  or  to  distribute  the  available  funds,  such  centers  often 
wind  up  supporting  projects  of  marginal  or  even  guestionable  quality, 
projects  that  would  never  be  competitive  on  a national  basis;  and  (3)  some 
of  the  participants  in  these  centers  are  not  particularly  devoted  to  the 
goals  of  the  center,  and  either  lose  interest  in  their  work  or  spend  a 
great  deal  of  time  trying  to  match  the  good  work  in  which  they  are 
interested  to  the  artificial  constraints  of  the  center. 

I don't  think  that  the  direction  in  which  arthritis  treatment  or 
research  should  be  headed  is  sufficiently  clear,  nor  do  I think  that  the 
ranking  of  the  providers  of  this  effort  is  sufficiently  clear  to  warrant 
the  scattering  of  a few  high-budget,  very  localized,  classical  centers 
across  the  nation.  The  Commission  should  keep  its  options  much  more  open 
than  that.  I suggest  for  one  thing  that  "Mini-Centers"  or  groups  with 
specialized  excellence  in  particular  aspects  of  the  arthritis  problem  be 
supported  in  larger  number  and  to  a greater  total  amount  than  the 
"classical  Centers."  In  this  way,  we  can  maintain  the  diversity  which  is 
going  to  be  required  if  we  are  ever  to  find  solutions  to  many  of  the 
problems  which  we  in  arthritis  face  today. 


DONALDSON;  Thanks  very  much.  Dr.  Ruddy.  Are  there  any  comments  or 
questions? 

BATCHELOR:  We've  had,  in  the  course  of  our  hearings,  a good  deal  of 
discussion  on  this  problem;  centers.  You've  had  first  hand  experience 
yourself  working  in  centers.  As  you  look  at  the  elements  you  see  the 
problems  of  overgrowth.  Would  you  care  to  venture  some  guidelines  that,  to 
you,  might  be  of  use  to  a Commision  that  is  going  to  be  asked  to  come  up 
with  some  ideas  about  where  you  can  put  emphasis  in  centers? 

RUDDY:  What  I would  hope  the  Commission  might  recommend  would  be  a 
larger  number  of  specialized  or  relatively  specialized  centers.  For 
example,  we  in  our  Institution  have  areas  of  expertise  that,  for  example, 
the  people  at  the  University  of  Virginia  or  at  some  other  Institution 
don't  have;  and  similarly  their  experts,  for  example  be  moved  down  to 
Tennessee- -there ' s a whole  bunch  of  people  really  good  in  metabolism.  I 
don't  really  think  that  it  would  be  wise  for  the  Commission  to  establish  a 
procedure  whereby  the  folks  in  Tennessee  were  supported  through  a huge 
extent  and  we  in  Virginia  were  budgeted  in  a relatively  small  way.  I 
don't  want — nor  the  opposite  for  that  matter,  I don't  want  to  be...  I 
think  this  kind  of  exclusive  localization  is  probably  not  a good  idea. 

BATCHELOR:  Could  I point  your  remarks  a bit  in  the  direction  given  us 
by  the  Law.  They  are  looking--in  the  definition  of  Centers  given  in  the 
Law-- for  something  that  could  bring  together  some  of  the  elements  that  you 
have  been  presenting  to  us  here  along  with  an  interest  in  the  problems, 
particularly  of  developing  personnel.  A specific  section  says,  "A  Center 
supported  under  this  Act  shall  provide  training  for  professionals  and  lay- 
help  professionals."  So  that  you  can  see  that  in  a sense  the  Commission's 
work  has  been  outlined  for  it  by  the  Law. 
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I wondered  if  you  reach  out  just  a little  bit  further  from  your  field 
for  the  research  side  of  it  to  this  link  with  the  training  and  training 
for  care? 

RUDDY:  Any  group  of  sufficient  size  to  be  gualified  under  what  I just 
called  "Mini-Centers"  would  perforce  to  have  to  have  first  of  all,  a 
clinical  facility  that  was  seeing  a large  number  of  patients  and  an 
educational  facility  that  was  capable  of  carrying  on  the  training 
procedures  that  you're  talking  about.  I'm  not  talking  about  isolated 
individuals  working  by  themselves.  There  has  to  be  a certain  minimum  size 
for  these  "Mini-Centers,"  but  I think  it  would  be  entirely  impossible  for 
training  of  both--as  we  do  it  at  MCV  and  as  the  folks  at  UVA  do--training 
of  both  physicians  in  rheumatology  and  physicians  in  terms  of  basic 
research  and  nurse  practitioners.  We  have  a sizeable  nurse  practition 
program  (inaudible)  the  whole  school  in  physical  medicine  and  occupational 
therapy,  all  of  which  we  relate  to  very  closely  in  terms  of  our 
rheumatology.  So  I don't  think  that  those  things  are  mutually  exclusive 
by  any  means,  in  fact  I think  it  would  be  to  incorporate  with  them  and 
comply  with  the  Law  in  that  sense. 

BATCHELOR:  Thank  you  very  much. 

ENGLEMAN:  Dr.  Policy. 

POLLEY:  Some  other  people  who  have  presented  their  thoughts  to  us 
previously  have  suggested  that  what  you  are  talking  about  might  be 
accomplished  through  the  consortium  point  of  view.  Do  you  have  any 
feeling  for  or  against  that  in  view  of  your  particular  "Mini-Centers?" 

RUDDY:  I've  got  no  great  experience  with  consortia.  They've  worked 
well  in  other  scientific  endeavors,  particularly  in  physics.  I'm  aware  of 
where  they  have  been  absolutely  necessary.  There  hadn't  been  any  other 
way  of  doir^g _ it,  and  where  a particular  piece  of  eguipment  had  to  be 
shared  by  a large  number  of  people,  that's  a relatively  easy  way  of  doing 
things.  I'm  not  entirely  sure  how  much  benefit  one  would  derive  from  the 
consortium  kind  of  interaction  where  that  kind  of  eguipment  sharing  or 
other  enforced  cooperation  isn't  active. 

ENGLEMAN:  Dr.  Whedon,  did  you  have  a guestion? 

WHEDON:  Dr.  Batchelor  has  more  or  less  asked  my  guestions,  but  I think 
I'll  persist  because  I'd  like  to  draw  you  out  just  a little  bit  further  on 
centers.  I might  point  out  that  the  National  Institutes  of  Health — the 
various  Institutes — have  always  had  the  authority  to  make  awards  to 
Centers  whose  primary  focus  clearly  was  research  and  research  training. 
The  thrust  of  the  "centers"  that's  described  in  the  Act  are  more  toward 
the  comprehensive  variety,  which  would  include  research,  training,  and 
public  and  allied  health  education  efforts  of  that  sort.  I would  just 
like  to  be  clear  as  to  whether  you  are  advocating  a preference  for  type 
one  that  I described,  which  is  the  conventional  rather  narrow  focussed 
research-training  type  center,  or  are  you  advocating  that  we  might  go  into 
centers  with  a broader  thrust  of  the  Act;  but  not  in  a grandiose,  large, 
multipersonnel  type  of  operation? 
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RUDDY:  There's  no  question,  as  Dr.  Batchelor  just  pointed  out,  that 
one  must  comply  with  the  Law  as  it  has  been;  written  and  I think  it's  a 
qood  law  by-and-larqe.  I'm  not  thinking  of  this  kind  of  restrictive 
research  or  strictly  research  oriented  center  that  you  described 
initially,  but  I'm  afraid  that  by  creating  such  grandiose,  as  you 
described  in  your  last  remarks,  we  may  advocate  the  possibilities  of 
supporting  a significantly  larger  number  of  groups  who  would  be  capable  of 
performing  well  in  the  middle  kind  of  what  I called  "Mini-Centers.'1 

ENGLEMAN:  Thank  you  very  much.  Dr.  Ruddy.  May  we  now  hear  from  Mr. 
Mills. 


TESTIMONY  OF 
JAMES  P.  MILLS 
CHAIRMAN  OF  THE  BOARD 
ARTHRITIS  FOUNDATION,  VIRGINIA 

MILLS:  I have  been  associated  with  the  National  Arthritis  Foundation 

for  the  better  part  of  a quarter  of  a century,  1951  to  be  exact,  serving 
in  various  capacities.  I am  also  Chairman  of  the  Board  of  the  Virginia 
Chapter,  which  both  Dr.  Russell  Cecil  and  myself  founded  together,  as 
well  as  the  Delaware  Chapter. 

My  great  concern  over  the  years  has  been  the  lack  of  proper  funding  to 
our  medical  centers  throughout  this  country  of  which  we  now  have  44. 

The  Arthritis  Foundation  in  1975  contributed  to  these  44  centers 
$1,804,000.  This  amount  included  69  Fellowships.  Each  center  received  on 
an  average  of  $20,000  per  annum  compared  to  $12,000  in  1973.  Our  State 
Chapters  contributed  in  1973  $399,597. 

To  properly  finance  a Research  Center  with  expensive  equipment, 
research  technicians,  etc.,  a more  realistic  figure  is  between  $30,000  and 
$50,000. 

Due  to  the  lack  of  sufficient  funding,  I have  taken  upon  myself  to  go 
out  begging  for  three  clinics  so  our  good  doctors  could  proceed  with  their 
work. 

Some  or  you  may  not  know  that  there  are  85  different  types  of 
arthritis  compared  to  100  varieties  of  cancer.  Only  recently  I had  two 
close  friends  die  of  a type  named  rheumatoid  arthritis.  In  one  hospital 
alone  seven  have  died  this  year  from  this  particular  type.  That  arthritis 
does  not  kill  is  an  erroneous  myth.  The  doctors  at  this  well-known 

hospital  are  frank  to  admit  that  they  know  very  little  about  this 
particular  type  nor  how  to  treat  it  with  beneficial  results. 

Gentlemen,  I only  cite  this  particular  incidence  to  convey  to  you  how 
urgent  your  help  is  needed. 

Thank  you  for  your  time. 
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ENGLEMAN:  Yes,  Dr.  Polley . 

POLLEY:  I've  been  impressed  by  the  talent  that  has  been  assembled  for 

this  meeting  today,  I think  we  really  have  had  a great  concentration  of 
people  who  have  a dedicated  interest  in  arthritis,  but  I think  everybody 
should  know  that  there  isn't  anyone  here  today  who  has  done  more  for 
arthritis  as  an  individual  than  Jimmy  Mills. 

MILLS:  Thank  you.  Dr.  Polley. 

ENGLEMAN:  Let's  here  from  our  good  friend  from  Washington,  Dr.  Crain. 


TESTIMONY  OF 
DARRELL  C.  CRAIN,  M.D. 

ARTHRITIS  REHABILITATION  CENTER 
WASHINGTON,  D.C. 

CRAIN:  I'm  Dr.  Darrell  Crain,  senior  physician  of  the  Arthritis 
Rehabilitation  Center  located  in  Washington,  D.C.  I'm  also  clinical 
professor  of  medicine  from  Georgetown  University  School  of  Medicine.  My 
professional  background  includes  25  years  as  consultant  in  rheumatology  at 
Walter  Reed  and  20  at  the  National  Institutes  of  Health. 

The  Arthritis  Rehabilitation  Center  is  a single  speciality  group 
devoted  to  the  diagnosis  and  treatment  of  arthritis  and  rheumatic 
diseases.  On  the  staff  are  six  full-time  rheumatologists,  all  of  whom 
have  had  post-graduate  training  in  rheumatology,  and  three  of  whom  will 
pass  the  Rheumatology  Speciality  Board.  There  are  also  part-time 
radiologists  and  25  ancillary  personnel.  Our  principal  office  is  in 
Washington  and  we  have  satellite  offices  in  McLean,  Virginia  and  in  Chevy 
Chase,  Maryland. 

As  I review  this  National  Arthritis  Act  of  1974,  I am  aware  of  the 
breath  of  its  provisions  and  the  fact  that  it  emcompasses  all  aspects  of 
medicine  in  relation  to  the  rheumatic  diseases.  I shall  like  to  address 
myself  to  two  specifics,  patient  care  and  clinical  research.  The 
experience  I've  gained  during  43  years  of  practice  has  convinced  me  that 
the  vast  majority  of  arthritis  sufferers  must  be  under  the  care  of 
specialists  in  the  field  to  be  properly  diagnosed  and  adequately  treated. 
Along  with  many  of  my  colleagues,  I went  through  a phase  of  thinking  in 
the  50' s and  the  60 's  when  I felt  that  primary  care  of  physicians  could 
handle  the  majority  of  patients  with  a specialist  acting  as  consultant  and 
managing  only  the  most  difficult  cases.  But  it  has  not  worked  out  that 
way.  Arthritics  are  a particular  group  of  people.  Many  family 
practitioners  and  internists  do  not  have  the  time,  the  facility,  or  the 
mental  and  emotional  adaptability  to  provide  optimum  care,  not  to  mention 
the  training  required  for  an  approach  to  the  arthritis  problem. 
Furthermore,  some  medical  schools,  both  Georgetown  and  George  Washington 
locally,  have  recently  reduced  the  percentage  of  time  devoted  to 
arthritis,  and  there  are  many  other  medical  schools  that  have  no  arthritis 
related  training  program  whatsoever.  Graduates  are  therefore  less 
qualified  in  this  than  formerly.  Furthermore,  the  fact  that  arthritis  is 
an  ambulatory  disease  and  limitations  are  being  placed  on  this  type  of 
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hospital  admission  by  Medicare  and  third-party  carriers  further  restricts 
the  exposure  which  the  resident  physician  has  to  this  type  of  disease 
before  he  enters  his  private  practice.  So  the  specialist  must 
appropriately  treat  most  arthritic  patients.  This  doesn't  mean,  of 
course,  that  he  operates  in  splint  and  isolation.  The  team  approach  in 
the  management  of  arthritis  has  one  justified  recognition.  Many  patients 
can  be  cared  for  by  a rheumatologist  and  some  home  physical  therapy,  but 
the  majority  seem  to  need,  in  varying  degrees,  professional  physical 
therapy,  prosthetic  devices,  orthopedic  consultations  and  so  on.  This 
need  for  the  arthritis  team  approach  presents  logistical  problems  in  the 
metropolitan  area.  Most. patients  are  willing  to  travel  to  a central 
facility  for  the  basic  diagnostic  work-up,  tut  to  come  to  the  city  twice  a 
week  for  physical  therapy  or  even  once  a week  for  gold  injections  when  one 
lives  10  miles  away  in  a suburb,  it's  guite  another  thing.  And  for  this, 
reason  we  have  adopted  and  adapted  the  original  Regional  Medical  Programs 
concept  of  health  care  delivery. 

Our  downtown  office  is  fully  equipped  with  laboratory,  x-ray,  and 
physical  therapy.  All  secretarial  and  bookkeeping  work  is  concentrated  at 
this  central  office.  Satellite  offices  maintain  physical  therapy  and 
limited  laboratory  facilities.  Physicians  rotate  between  the  downtown  and 
satellite  offices  so  as  to  maintain  continuity  between  a patient  and  the 
physician.  In  addition,  the  organization  as  a moderate-size  partnership 
allows  for  flexibility  of  control  as  well  as  for  close  relationship — 
working  relationship  between  the  personnel  and  patients,  and  it  has  proved 
most  satisfactory.  Statistics  don't  always  tell  the  story,  but  I did 
assemble  some  that  I think  are  significant.  During  1974  a total  of  18,060 
visits  were  made  to  the  physicians  at  the  Arthritis  Rehabilitation  Center. 
In  contrast,  only  183  visits  were  recorded  to  all  3 non-profit 
Rheumatology  Clinics  in  our  area  combined.  In  other  words,  the  three  non- 
profit Rheumatology  Clinics  combined  saw  about  one-sixth  as  many  patients 
as  we  did,  and,  furthermore,  none  of  these  clinics  keeps  detailed 
statistics,  so  the  number  of  new  patients  they  enroll  is  not  available. 
The  figure  for  our  Clinic  is  1,862  new  patients  last  year.  Of 
considerable  significance  is  the  fact  that  we  currently  have  313  patients 
receiving  gold.  We  believe  this  is  one  of  the  largest  series  of  gold 
therapy  patients  in  this  country.  Because  of  this  large  patient  load  and 
an  accurate  system  of  bookkeeping  and  recordkeeping,  we've  been  able  to 
participate  in  clinical  research  as  it  applies  to  the  evaluation  of 
potentially  effective  drugs.  In  former  years  physicians  of  our 
organization,  at  the  request  of  manufacturing  druggists,  have  participated 
in  comparative  studies  equating  Prednisone  with  Prednisolone.  Last  year 
we  worked  with  syntex  in  the  evaluation  of  (inaudible) . 

From  these  facts  I'd  like  to  draw  the  following  conclusions  and 
recommendations:  The  Comprehensive  Arthritis  Centers  envisioned  in  the 
National  Arthritis  Act  can  be  most  effectively  and  most  economically 
activated  if  facilities  of  existing  centers  are  used.  Many  of  these 
centers  may  well  be  outside  of  the  public  and  university  complexes.  This 
should  not  prejudice  their  being  considered  under  the  provisions  of  the 
National  Arthritis  Act.  Indeed,  private  institutions  may  be  able  to 
demonstrate  an  overall  efficiency  of  superior  quality.  Second,  a large 
number  of  physicians  trained  in  the  speciality  of  rheumatology  are  now 
practicing  in  private  clinics.  This  group  includes  a growing  proportion 
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of  men  over  45  years  of  age  who  bear  the  fruits  of  the  training  programs 
instituted  during  the  past  decades.  These  are  the  men  best  equipped  to 
accept  the  mandates  provided  for  by  the  Arthritis  Act.  Effective  clinical 
research  requires  a large  reservoir  of  patients  if  one  is  to  find  those 
who  meet  the  stringent  requirements  of  the  investigative  protocol.  Only 
groups  of  physicians  seeing  large  numbers  of  clinical  patients  can 
properly  evaluate  the  clinical  results.  Few  non-profit  institutions  have 
such  sizeable  loads.  Because  of  the  physical  handicaps  of  arthritis 
patients,  treatment  centers  must  augment  their  central  cores  with 
satellite  offices  in  heavily  populated  area.  An  interchange  of  physicians 
from  the  core  to  the  satellite  offices  will  then  permit  the  requisite 
continuity  of  care  between  physicians  and  patients  and  will  lessen  the 
transportation  difficulties  faced  by  the  disabled  patients. 

Thank  you  very  much,  Mr.  Chairman.  May  I just  add  that  I find  myself 
in  complete  agreement  with  the  physician  from  MCV  regarding  "Mini-Centers” 
I think  this  is  part  of  the  thrust,  my  suggestion  that  those  who  are 
concentrating  on  patient  care  can  accept  the  result  of  the  mandates  and 
give  superior  patient  care  and  can  also  best  engage  in  clinical  research. 
Thank  you. 

ENGLEMAN:  Dr.  Batchelor. 

BATCHELOR:  Dr.  Crain,  I was  particularly  interested  that  you  mentioned 
that  there  was  a time  back  in  the  1950's  when  you  were  more  interested, 
more  hopeful  than  you  are  now,  that  perhaps  the  primary  physician...  I 
wonder  whether  behind  that  was  some  experience,  whether  you  had  some 
opportunity  to  see  this  in  action.  Is  there  anything  there  that  you  can 
share  with  us? 

CRAIN:  Yes.  I think  at  that  time  we  felt — I'm  speaking  particularly  of 
my  experience  at  Georgetown-at  that  time  we  began  to  enlarge  the  arthritis 
program  there.  We  were  given  time  with  the  juniors  for  basic  discussion 
of  arthritis.  They  had  already  had  some  preparation  the  first  two  years 
regarding  a basic  approach  to  it  as  regards  chemistry  and  a certain  amount 
of  physiology.  The  third  year  we  were  more-or-less  didactically  speaking 
to  him.  In  the  fourth  year  they  were  more-or-less  in  the  clinical  work  and 
on  the  wards  of  the  hospital,  particularly  with  Dr.  Zvaille  who  was  there, 
with  constant  rounds,  etc.  They  were  seeing  more  and  more  patients.  We 
said,  "Fine.  When  these  men  graduate  they'll  know  a lot  more,  too.” 
Furthermore,  when  I first  started  in  my  experience  at  Walter  Reed,  which 
was  right  after  World  War  II,  the  lessons  or  the  discussions  at  the 
clinic. . . I had  a weekly  clinic  at  that  time — that  we  had  for  those  men. 
We  had  to  go  back  to  very  basics  and  we  had  to  start  in  45',  47'  and  48' 
and  talk  about  basics  for  that.  During  the  50 's  the  men  who  were  coining 
in  there  were  far  more  sophisticated,  and  it  was  then  I had  to  be  on  my 
toes  to  answer  the  questions.  Now,  this  is  still  true  of  the  men  who  are 
in  the  Speciality  Arthritis  Programs,  but  a lot  of  the  men  who  are 
actually  in  the  school  themselves-arthritis  has  been  put  into  the 
ambulatory  medicine.  Men  can  go  through  Georgetown  and  practically  not 
get  exposed  to  it  except  on  the  wards  of  the  hospital.  They  don't  have  to 
take  it  as  an  elective,  and  they  are  the  actual  graduates  at  the  end  of 
four  years.  It  seems  to  me  that  now  he  knows  less  about  arthritis  than  he 
knew  10  years  ago.  And,  as  I say,  on  the  wards  of  the  hospital  he's  just 
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not  seeing  them.  We  used  to  have — I used  to  go  into  the  hospital  and 
there  was  a time  when  I never  had  less  than  10  or  12  patients  in 
Georgetown  Hospital.  Now,  often  I just  go  months  and  I never  put  a 
patient  in  the  hospital;  months.  Because  we  can  do  all  the  diagnostic  work 
outside;  the  third-party  carriers  won't  finance  them.  So  the  men  who  are 
actually  doing  hospital  work,  they  aren't  even  seeing  these  people  unless 
they're  going  to  the  Speciality  Clinic  where  they  get  postgraduate 
training. 

BATCHELOR:  Thank  you. 

ENGLEMAN:  Thanks  very  much.  Dr.  Crain.  We'll  proceed  now  to  hear  from 
Drs.  Goldman,  McCoy,  and  Young.  DR.  Goldman. 

TESTIMONY  OF 
JOHN  A.  GOLDMAN,  M.D. 

EMORY  UNIVERSITY  SCHOOL  OF  MEDICINE 


GOLDMAN:  I'd  like  to  begin  by  perhaps  reviewing  data  that  I'm  sure 
most  of  you  are  very  familiar  with,  but  I think  I'd  like  to  do  it  in  order 
to  perhaps  put  things  into  perspective.  Granted,  I don't  think  that 
perspectives  necessarily  explain  all  the  problem;  I think  there  are  some 
important  clues  here. 

If  we  look  at  prevalence  of  various  types  of  diseases  in  our  country, 
we  do  know  for  instance  according  to  the  Heart  Association  there  are  over 
28  million  Americans  that  have  heart  disease;  23  million  of  these  having 
hypertension  and  about  4 million  having  coronary  heart  disease.  Our 
Cancer  colleagues  tell  us  that  1 in  4 Americans — or  over  50  million 
Americans--wil 1 eventually  develop  cancer  with  an  incidence  of  over  half- 
a-million  a year.  Meanwhile,  if  we  look  at  the  data  from  the  Arthritis 
Foundation  we  find  that  50  million  Americans  already  have  arthritis. 
Granted,  the  term  arthritis  is  a very  big  banner  and  emcompasses  over 
perhaps  a hundred  different  musculoskeletal  problems.  Twenty  million  of 
these  were  told  they  had  it  severe  enough  that  they  had  to  be  under  the 
treatment  of  a physician.  We're  developing  a quarter-of-a-million  new 
patients  a year  with  various  musculoskeletal  maladies.  When  we  looked  at 
disability  from  heart  disease  and  arthritis  we  found  that  both  of  these 
cause  over  3 1/2  million  Americans  disability  each  year.  Yet  when  we  look 
at,  funding-- funding  for  arthritis  being  around  only  $14  million,  while 
for  heart  disease  over  $200-$300  million,  and  cancer  $600  million — we  see 
a very  big  disparity  here  in  funding  of  this  very  important  medical 
problem.  Especially  if  we  looked  again  at  what  has  been  mentioned  this 
morning  by  many  speakers,  that  the  small  number  of  rheumatologists  or 
arthritis  -oriented  physicians  in  the  community — in  the  United  States 
2,000  is  one  of  the  figures  we  hear  for  these  20  million  Americans  who 
need  physician  care.  When  we  talk  about  greater  than  30  medical  schools 
of  over  100,  115  or  more  medical  schools  in  this  country  who  do  not  have 
rheumatologists  on  their  faculty.  Here  in  Atlanta,  for  instance,  we  have 
in  our  fellowship  program  2 physicians  right  now  who  are  doing 
postgraduate  training  in  rheumatology;  our  cardiology  colleagues  have  31 
in  fellowship;  our  cancer  colleagues  have  5.  So  I think,  again,  that 
we're  seeing  this  repeated  in  various  sectors  in  our  country  and  this 
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disparity  continues.  When  we  look  at  the  number  of  patients  who  have 
individual  diseases  we've  got  over  5 million  with  rheumatoid  arthritis,  12 
million  with  osteoarthritis,  and  frankly  a category  that  I don't  have 
statistics  on  but  which  is  much  more  prevalent  is  musculoskeletal--if  you 
will — muscular  rheumatism  or  non-articular  rheumatism,  which  greatly 
exceeds  even  these  numbers.  We  heard  this  morning  from  Mrs.  Nancy  Cohen, 
who  is  president  of  our  local  chapter  of  the  Lupus  Erythematosus 
Foundation.  Again,  we  have  perhaps  over  a half  million  people  in  the 
local  community  of  this  part  of  the  region  that  perhaps  do  have  systemic 
lupus.  I'm  sorry  I have  that  figure  wrong,  we  have  about  10,000  people  in 
Georgia,  and  in  the  surrounding  region  probably  two  to  three  times  that  do 
have  systemic  lupus  erythematosus,  and  again  if  we  will  500,000  patients 
in  the  country  that  do  definitely  have  systemic  lupus.  There  are 
different  prevalence  data,  depending  on  whose  studies  you  look  at.  It's 
more  prevalent  in  black  women.  Again,  patients  with  lupus  don't  really 
feel  that  they  "Have  Arthritis."  Many  of  them  do  not  have  many 
musculoskeletal  complaints.  The  point  that  I'm  making  is  that  there  are 
very  many  segments  of  the  folks  with  that  general  category  of  articular 
disease  and  musculoskeletal  disease  who  don't  consider  them  part  of 
"Arthritis."  We  have  patients  with  only  muscle  disease  such  as  inaudible 
and  we  have  patients  who  have  other  types  of  musculoskeletal  abnormalities 
that  don't  know  and  don't  feel  that  they're  actually  being  counted  when 
we're  talking  about  arthritis. 

Now  I think  it's  important,  and  I would  urge  this  Commission  to  try  to 
get  to  every  segment  of  these  "Hundred"  different  musculoskeletal 
abnormalities  or  more  that  we  have  to  deal  with.  Arthritis  certainly,  to 
us  physicians,  emcompasses  a lot,  but  it  doesn't  really  get  to  these 
people,  and  I would  try  to  urge  importance  in  stressing  that  there  are 
various  diseases  that  are  called  arthritis;  and  the  patients  don't  even 
know  they  have  it.  I'd  like  to  just  focus  for  a second  on  what  I would 
suggest  would  be  directed  to  the  Commmission,  and  that  would  be,  I would 
like  to  emphasize  the  research  in  training  much  more  than  it  is.  We  heard 
some  very  disturbing  data  earlier  this  morning  on  money  spent  for  kidney 
disease.  I think  that  as  long  as  we  are  really  trying  to  focus  in  on 
musculoskeletal  diseases  that  we  should  do  that,  and  we  should  really 
emphasize--if  somebody  asked  for  a figure  and  perhaps  for  emphasis  I would 
say  25  percent,  50  percent.  I realize  the  perspective  of  this  figure,  but 
the  point  I'm  trying  to  make  is  very  clear.  I think  we've  got  to  urge  the 
investigative  aim,  otherwise  we're  going  to  continue  to  treat  our  patients 
with  rheumatoid  arthritis  with  [cyclophosphamide];  that's  like  treating 
tuberculosis  with  [cyclophosphamide].  This  is  not  treating  the 
tuberculosis;  we  are  not  getting  after  the  cause  of  the  disease.  We've 
got  to  get  to  the  cause,  and  right  now  we're  using  non-specific  therapies. 
Granted  they're  helping,  granted  some  patients  are  alive  today  because  of 
that. 


The  last  point  that  I'd  like  to  make  is  that  we  hear  our  cancer 
colleagues  and  our  cardiology  colleagues  tell  us  their  patients  die  from 
their  diseases.  We  haven't  emphasized  this  in  our  "Arthritis" 
advertising,  that  patients  can  die  from  musculoskeletal  diseases;  they 
certainly  can.  Mrs.  Cohen  mentioned  four  patients  in  the  Atlanta  area  who 
died  of  lupus.  Certainly  we  have  patients  with  rheumatoid  arthritis  or 
rheumatoid  vaculararthritis , mentioned  by  an  earlier  speaker.  The  point 
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is  that  arthritis  can  kill,  and  again  I think  perhaps  this  is  a political 
football  in  many  ways,  but  I think  that  part  of  the  football  also  has  to 
be  gripped  and  I would  certainly  like  to  emphasize  this  unfortunate 
aspect.  So  in  closing  I'd  like  to  say  that  we've  got  to  really  work  on 
the  cause  of  the  disease  and  that's  going  to  be  where  were  finally  going 
to  go  ahead  and  make  our  advances.  Polio,  because  we've  got  the  cause,  is 
now  under  control,  not  because  we  were  able  to  treat  a lot  of  patients 
with  a lot  of  money- -though  I'm  not  saying  it  isn't  necessary.  But  the  I 
think  the  perspective  is  finding  the  cause;  and  I think  it's  in  research. 

Thank  you. 

ENGLEMAN:  Yes,  Dr.  Felts. 

FELTS:  Dr.  Goldman,  I noticed  that  you're  from  Emory.  Do  you  feel 
within  your  environment  and  within  your  University  that  research  and 
education  funds  are  competing  for  medical  care  funds  with  medical  care? 

GOLDMAN:  I think  I really  do  not  have  the  factual  data  in  order  to 
answer  that  question.  I think  that  we  have  an  excellent  tradition  of 
patient  care  at  Emory  and  I think  that  continues.  I do  not  think  we  have 
the  research  funding  that  I would  like  to  see  in  order  for  us  to  make 
other  advancements  for  various  patients  whom  we  treat. 

FELTS:  There  are  some  who  have  indicated  that  they  feel  that  there  is 
an  ongoing  struggle  by  research  and  education  needs  with  medical  services 
needs  for  funding--that  the  resources  are  finite,  and  that  this  is 
partially  accountable  for  many  of  these  lacks  of  research  and  educational 
funds.  And  I just  wondered  whether  you  had  had  any  local  flavor  of  this? 

GOLDMAN:  I don't  really  feel  that  I'm  qualified  to  answer  that  from 
factual  material.  I do  think  it's  important  to  realize  that  when  you 
write  your  Congressman  you  write  about  what  ails  you,  but  I'm  not  sure  you 
necessarily  always  have  within  the  content  of  that  complaint  what  it 
really  is  that  ails  you.  What  I'm  trying  to  say  is  that  the  cause,  the 
deep  cause  may  not  be  readily  apparent  to  the  people  who  are  doing  the 
most  clamouring.  Therefore,  I guess  I'm  lobbying  for  trying  to  find  the 
cause  as  I think  would  be  the  ultimate  solution. 

ENGLEMAN:  Thank  you.  Let's  proceed  to  hear  from  Dr.  McCoy. 


TESTIMONY  CF 

JOHN  M.  McCOY,  M.D.,  P.C. 

RHEUMATOLOGIST 

McCOY:  I'm  John  McCoy,  private  practioner  in  Atlanta  and  a clinical 

faculty  member  at  Emory. 

I want  to  address  myself  briefly  to  the  subject  of  arthritis  centers, 
realizing  that  you  are  limited  to  spending  funds  for  Comprehensive 
Centers;  at  least  a certain  limitation  has  been  placed  on  you  by  the  Act. 
In  Atlanta  we  have  2 full-time  rheumatologists  in  the  medical  school;  we 
have  about  18  practioners  who  are  doing  a large  amount  of  rheumatology. 
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not  exclusively  rheumatology,  but  a good  deal  of  rheumatology.  People  who 
come  to  the  meetings  of  the  Rheumatology  Society  who  are  interested  in 
clinical  evaluations. . . I exstrapulate  that  to  say  that  a greatly 
increased  number  of  patients  in  this  area  are  being  seen  outside  our 
Arthritis  Center. 

Emory  and  the  University  of  Georgia  Medical  College  have  both  had  some 
funding  through  the  Regional  Medical  Program  and  they  have  Outreach 
Centers  in  Savannah  and  Columbus.  However,  these  centers,  as  they  now  are 
established,  are  very  limited  in  their  application  to  patients  and  to  the 
availability,  as  far  as  the  patients  for  clinical  research.  I'd  like  to 
state  that  in  order  to  be  eligible  for  admission  to  Grady  Arthritis  Clinic 
one  has  to:  first,  live  in  either  Fulton  or  DeKalb  county — the  counties 
that  support  the  hospital;  second,  one  has  to  have  a family  of  four  and  an 
income  of  less  than  $90  per  week  approximately.  So  this  is  a geographic 
limitation  and  a very  significant  economic  limitation  as  far  as  the 
availability  of  these  patients  for  study.  Also,  the  center,  with  its 
expertise,  is  available  only  to  people  in  this  county. 

To  summarize  then,  I feel  that  a comprehensive  center  must  be  in  order 
to  do  all  the  training  and  teaching.  All  of  the  other  things  that  are 
required  will  almost  necessarily  be  tied  in  with  the  University  and 
educational  institution.  Eut  a great  deal  of  the  material,  a good  deal  of 
the  brains,  and  the  interest  in  arthritis — at  least  in  this  state--is  not 
involved  in  either  of  our  Medical  Schools;  and  that  doesn't  mean  to  take 
away  from  the  brainpower  that's  there.  I think  as  you  ladies  and 
gentlemen  address  yourselves  to  how  these  funds  might  be  directed,  please 
keep  in  mind  the  eliminator  of  geographic  limitations  on  a center.  Our 
program  in  Augusta  is  just  across  the  river  to  South  Carolina,  but  there's 
a State  line  there,  and  a good  many  of  the  people  who  are  in  this  part  of 
South  Carolina  come  into  Augusta  for  medical  care,  but  they're  not 
eligible  to  come  into  the  Eugene  Memorial  Hospital  funded  by  the  State. 
So  geographic  limitations  and  economic  limitations  on  the  availability  of 
the  center  are  very  important.  Thank  you. 

ENGLEMAN:  Thank  you.  Dr.  McCoy.  Are  there  any  qestion?  Yes. 

BATCHELOR:  I just  want  to  acknowledge  that  I think  you've  raised  a 
most  important  point  that  we  have  to  think  about.  The  morning  for  us 
started  off  by  hearing  from  the  speaker  from  CDC  talking  about  the 
targeting  of  control  efforts  to  define  populations.  All  of  us  who  read 
the  medical  literature  kept  track,  for  example  of  the  experience  of  Dr. 
David  Rogers  during  his  10  years  being  at  Johns  Hopkins  of  trying  to  set 
up  a program  for  care  of  a geographically  defined  population  that  has 
somehow  coped  with  all  the  limitation?  on  defined  population  group;  and  it 
is  a striking  record  of  one  man's  or  one  group's  valiant  effort  to  try  to 
get  something  manageable  and  workable  out  of  a series  of  regulations  that 
is  very  hard  to  work  with.  We  have  your  message  and  it's  a very  important 
problem. 

DONALDSON:  I wonder  if  you  would  expand  upon  the  reaction  to  and  the 
reception  of  the  RMP  Centers  by  the  private  practice  segment. 

MCCOY:  I'm  not  sure  I can  respond,  except  by  my  own  individual 
response,  because  I don't  really  know  the  feeling  of  other  members  of  the 
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practicing  community.  Generally,  I do  not  know  of  anyone  who  has 
arguments  with  the  way  the  funds  have  been  spent.  We  recognize  that  there 
must  be  a certain  amount  of  organization  and  expertise  in  order  for  any 
individual,  group  hospital,  or  whatever  to  qualify  for  the  use  of  funds. 
In  this  State  there  are  not  very  many  centers  that  would  qualify 
appropriately,  except  for  the  medical  schools.  I will  say  that  in  regard 
to  individuals  or  small  group  clinics  there  certainly  is  more  difficulty 
in  the  acquisition  of  support,  be  it  for  clinical  research  or  the 
availability  of  social  service,  the  other  allied  health  professionals.  I 
don’t  feel  that  generally  there  is  any  significant  animosity  regarding  the 
Regional  Medical  Program  and  the  way  it's  been  handled,  but  I really  can't 
speak  except  from  my  own  standpoint. 

ENGLEMAN:  I think  Dr.  Wilson  wanted  to  ask  a question. 

WILSON:  Yes;  I would  like  to  say  a couple  of  things  for  the  record 
because  I think  there's  some  misunderstanding.  First  off,  the  center  at 
Emory  takes  care  of — it  emcompasses  not  only  the  Grady  Hospital,  which  Dr. 
McCoy  was  referring  to  but  Emory  Hospital  and  the  clinic.  In  Grady 
Hospital,  where  we  do  have  our  clinic  and  we  do  see  the  indigent  patients, 
there  are  limitations  as  to  income  based  on  the  hospital's  requirements. 
The  geographical  limitations,  John,  since  the  Regional  Medical  Program  is 
there,  are  easy  to  get  around.  A referral  is  easily  cleared  through  our 
social  workers.  So  it  is  accessible  outside  the  region,  plus  we  have  our 
satellite  centers.  As  far  as  the  other  type  of  patient,  those  who  are 
economically  more  fortunate  or  have  other  third-parties,  funding  such  as 
insurance,  we  do  see  them  through  the  Emory  Clinic  and  the  Emory  Hospital; 
and  that  is  part  of  the  center.  We  see,  I would  assume,  comparable 
patients  to  those  who  see  the  private  practioner. 

ENGLEMAN:  Er.  Pol ley. 

POLLEY : I have  two  questions.  Dr.  McCoy.  One,  you've  given  a lot  of 
thought  to  centers.  How  many  do  you  think  we  should  try  to  set  up;  and 
secondly,  what's  your  feeling  about  the  patient  care  as  a service  in  such 
a center  or  from  such  a center  as  oppossed  to  research  and  education 
primarily? 

MCCOY:  I'm  not  sure  I've  thought  deeply  enough  to  give  you  significant 
answers  to  that.  The  first  thought  is  that  the  treatment  of  the  arthritic 
requires  the  specialist.  This  has  already  been  said,  that  the 
availability  of  additional  help  is  almost  always  needed  beyond  early 
stages  of  the  disease.  I'm  not  sure  I'm  going  to  get  the  last  part  of 
your  answer.  Let  me  get  you  to  phrase  it  again. 

POLLEY:  I just  wanted  your  opinion  about  whether  such  a center  as 
you've  described  should  offer  patient  care  as  a part  of  its  function? 

MCCOY:  I'm  impressed  with  the  outreach  program  where  the  study  in 
Philadelphia  has  involved  a number  of  medical  schools,  maybe  24  counties, 
and  the  big  help  of  the  Arthritis  Foundation  chapter  there.  I'm  of  the 
opinion  that  in  the  State  of  Georgia  at  least  one  Regional  Center  should 
be  working  closely  with  the  Georgia  chapter  of  the  Arthritis  Foundation 
and  that  there  should  be  many  smaller  "Mini-Centers"  scattered  about  in 
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the  State  in  other  towns.  I think  that  the  same  might  apply  from  Augusta 
and  that  these  should  reach  out  across  the  State  line;  it  should  be  a 
Regional  Program  rather  than  a sub-state  program.  I think  these  things 
are  necessary  in  the  center  and  individuals  that  this  is  the  best  way  to 
go.  As  far  as  patient  care,  I think  National  funds  probably  cannot  be 
very  much  involved  in  supporting  patient  care.  I think  that  there  is 
entirely  too  deep  a well  to  start  giving  primary  care,  but  supporting  the 
individuals  who  have  the  research  ideas  and  the  clinical  evaluations  of 
patients,  that  they'll  see. 

ENGLEMAN:  Dr.  Young. 

TESTIMONY  OF 
PAUL  YOUNG,  M.D. 

RHEUMATOLOGIST 

YOUNG:  I'm  Paul  Young,  a rheumatologist  in  private  practice  in  a small 
mountain  town  of  60,000;  Asheville,  North  Carolina.  I got  into 
rheumatology  by  accident.  I was  actually  trained  in  cancer  endocmnology 
at  The  National  Institutes  of  Health,  at  which  time  my  wife  developed 
something  which  no  one  could  diagnose,  but  someone  could  treat.  After 
three  years  of  looking  for  a diagnosis  we  said,  "The  heck  with  the 
diagnosis,  let's  take  the  treatment."  The  treatment  was  of  some  help;  the 
condition  was  something  in  the  rheumatic  disease  family,  and  the  treatment 
was  effective.  I decided  that  either  institutions  weren't  made  for  me,  or 
I wasn't  made  for  institutions,  but  anyway  we'd  better  split.  So  I went 
into  private  practice,  gradually  doing  more  and  more  rheumatology.  Since 
1958  I have  done  nothing  tut  rheumatology.  I'm  in  charge  of  the  western 
end  of  North  Carolina  for  the  Regional  Medical  Program.  I've  made 
feasibility  studies  of  that  area  for  patient  care  delivery.  We  have  a 
staff  of  1 3 paramedical  people  for  every  physician  in  our  two-doctor 
office.  That's  a point  of  much  higher  ratio  than  most  people  have  for 
each  physician.  In  our  office  we  have  250  and  300  cases  of  definite  and 
classical  rheumatoid  arthritis.  We  have  350  patients  on  gold  at  all 
times — for  two  physicians,  so  we  treat  a lot  of  very  sick  people  from  a 
wide  area,  which  covers  Western  North  Carolina,  Northwestern  South 
Carolina,  Northeastern  Georgia,  and  Eastern  Tennessee. 

I'm  not  here  to  talk  about  patient  care;  that's  my  business.  But  my 
main  consuming  drive  or  emotional  need  is  to  learn  something,  and  the 
thing  that  I think  we  must  keep  in  the  front  of  our  nose  about  this  whole 
National  Arthritis  Act  and  everything  we  do  with  it  is  that  we  must 
remember  how  stupid  or  ignorant. . . I think  there  is  an  awful  lot  of  that 
going  on.  We  need  to  learn  to  know  what  guestions  to  ask  and  what  type  of 
answers  are  relevant.  We  need  to  realize  that  all  things  which  seem  to  be 
connected,  related,  and  important  may  not  be.  The  greatest  field  in  the 
whole  need  of  rheumatology  is  for  clear  definitions  and  objective  data 
about  the  life-lcng  course  of  chronic  progressive  rheumatoid  arthritis. 
Right  now--several  times  in  the  last  few  years,  I've  had  a rheumatologist 
and  a ARA  inaudible  ask  me  a question,  and  it's  taken  over  five  hours  of 
clarifying  definitions  before  the  two  of  us,  who  were  doing  mostly 
rheumatoid  arthritis,  could  even  talk  intelligently  to  each  other.  We 
have  that  small  an  area  on  which  we  all  know  what  we're  talking  about. 
This  is,  I think,  the  most  terrific  need — far  exceeding  the  need  for 
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patient  care  is  need  for  clear  definition  of  what  we're  talking  about  and 
what's  happening  to  the  patients  that  have  the  diseases.  It's  been  very 
nice  to  hear  some  of  the  things  that  have  been  said  this  morning;  a lot  of 
very  relevant  guestions  have  beeh  asked.  But  the  specific  needs  that  I 
think  our  centers  should  be  set  up  to  answer  are;  (1)  What  are  the  factors 
associated  with  a high  risk  of  crippling  in  rheumatoid  arthritis,  what  are 
the  factors  associated  with  a low  risk  of  crippling;  (2)  What  parameters 
should  a therapist  follow  to  see  if  he  is  or  is  not  protecting  the 
patients  from  crippling;  and  (3)  Investigate  the  possibility  that  some 
drugs  may  retard  destruction  while  seme  others,  perhaps  more  widely  used 
drugs,  may  actually  increase  the  destruction  of  the  joints.  I'm  strongly 
biased — years  ago  in  the  use  of  animal  aerials,  and  this  came  to  an  end 
about  10  years  ago  with.  But  (inaudible)  was  preventing  crippling,  not 
real  well,  but  it  was  doing  it.  But  it  did  it  slowly  and  it  wasn't  a very 
dramatic  drug.  But  I ask  you  to  think  where  we  might  be  today  if  the 
millions  and  millions  of  dollars  that  have  been  spent  on  anti- 
inflammatories had  been  spent  on  the  development  of  something  else  that 
works  like  gold  or  works  like  (inaudible) ; how  much  further  ahead  we'd  be 
now  than  we  were  10  years  ago.  I submit  that  right  now  we're  not  much 
further  ahead  now  than  we  were  10  years  ago.  We  had  (inaudible)  10  years 
ago  which  seems  to  retard  destruction,  we  had  gold,  we  had  (inaudible) . 
All  we've  gained  in  the  meantime  has  been  some  rapidly  effective  pain 
relieving  drugs  that  make  money  for  drug  companies.  And  in  my  opinion,  my 
experience  indicates  that  they  may  actually  be  increasing  the  rate  of 
crippling  for  the  patient  with  rheumatoid  arthritis.  Not  that  the  drug 
does  this,  but  rheumatoids  are  active,  energetic,  go-get-em  people,  and 
you  take  that  person's  pain  away  and  they're  going  to  tear  themselves  to 
pieces  very  guickly,  unless,  at  the  same  time  that  you  take  away  the  pain 
you  do  something  to  alter  the  mechanism  of  disease  that's  destroying  the 
patient. 

When  I started  into  this  field  I was  very  fortunate.  I was  finishing 
my  residency  and  picked  up  Dr.  Cecil's  book.  I remember  he  said  that  the 
most  important  thing  about  the  treatment  of  arthritis  is  to  find  the  right 
balance  between  rest  and  exercise,  and  25  years  later  I'm  still  looking 
for  the  right  balance.  Another  landmark  in  my  education  by  experts  was 
Dr.  Ephraim  Engleman.  About  15  years  ago  at  a meeting  of  the  ARA  he  said, 
"Well  maybe  we'll  treat  some  of  our  patients  with  nothing  and  learn  where 
we  are.  And  I'm  here  today  to  bend  your  ear  to  say  that  is  precisely  what 
we  should  do. " 

When  Dr.  Engleman  made  that  statement  I thought,  he's  a therapeutic 
neolith  if  I ever  saw  one,  and  I thought  lots  of  unpleasant  things  about 
therapeutic  neoliths.  But  I think  perhaps  the  most  productive  thing  we 
could  do  would  be  to  take  10  thousand  patients  with  rheumatoid  arthritis 
and  pay  them  not  to  go  near  a doctor,  just  to  come  to  the  Center  and  be 
measured,  be  x-rayed  and  see  what  the  disease  is  doing  to  them.  Now 
that's  not  possible,  but  I think  that  we  should  try  to  move  in  the 
direction  of  getting  the  data  which  that  type  of  study  might  provide. 

In  our  list  of  specifics — (4)  Indentify  what  we  should  and  should  not 
teach  patients  about  the  basic  program  of  treatment.  Some  basic  programs 
may  be  good  while  seme  others  may  be  tad.  In  other  words,  where  do  you 
find  the  balance  of  rest  and  activity  that  Dr.  Cecil  was  talking  about. 
My  experience  indicates  that  the  booklet  Strike  Back  at  Arthritis,  widely 
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distributed  by  the  Arthritis  Foundation,  might  very  well  have  done  more 
harm  than  good  considering  the  type  of  person  who  got  it,  the  medicines 
that  they  were  taking  and  so  on.  I entered  full-time  private  practice  of 
rheumatology  in  1958.  I was  completely  devoted  to  training  of 
rheumatology;  I knew  I was  ignorant  and  I knew  I didn't  know  any  of  the 
guestions  that  I've  just  listed.  However,  I was  trained  in  the  clinical 
investigation  of  another  chronic  disease  namely,  cancer.  In  cancer 
research  you  very  guickly  learn  that  pain  and  death  are  independent 
variables,  totally  independent.  People  can  have  pain  without  death  and 
death  without  pain.  We  have  there  broad  areas  of  concern  in  rheumatoid 
arthritis,  which  are:  disccmfort,  disability,  and  death.  Much  of  present 
day  thinking  about  rheumatoid  arthritis  seems  to  fail  to  realize  that 
these  three  things  may  very  well  be  independent  variables.  My  experience 
indicates  that  they  are  independent  variables;  and  it  should  be 
conclusively  shown  that  they  are  independent.  I think  this  would  be  one  of 
the  most  important  uses  of  these  arthritis  centers,  to  conduct  such  basic 
research  and  think  about  what  we're  doing.  Don't  do  it;  just  think. 
Somebody  do  the  thinking  and  somebody  else  do  the  doing,  perhaps.  Much  of 
present  day  therapy  seems  based  on  three  broad  tenants  or  hypotheses,  not 
one  of  which  has  ever  been  scientifically  proven.  In  fact,  my  experience 
indicates  that  each  and  every  one  of  them  is  false.  These  hypotheses  are: 

(1)  Physical  activity  and  muscular  exercise  will  prevent  weakness  and 
stiffness  and  build  strenth  in  rheumatoid  muscle.  My  experience 
shows  that  the  more  you  work  it,  the  weaker  it  gets  Just  laying 
in  bed  resting,  muscles  get  stronger. 

(2)  Medicines  which  reduce  inflammation  and  pain  are  of  long-run 

value  in  preventing  joint  destruction.  I never  will  forget  when 
my  wife  first  took  (inaudible)  That's  one  they  didn't  have  much 
of  a scientific  career  to  base — to  gamble  with.  But  I said  to 
myself,  "I'll  stake  my  scientific  reputation  of  five  years  that 
this  -affects  the  disease."  Today  we  all  know  that  it  didn't. 

When  you're  in  a therapeutic  position  you  can  get  so  attached  to 

improvement  in  one  area  and  never  realize  that  the  patient  is 
going  to  hell  in  the  bucket  in  ether  areas. 

(3)  Since  we  do  not  know  what  causes  crippling,  we  can  do  nothing  to 

prevent  it.  My  experience  shows  that  we  can  prevent  it.  In 

cancer  research  I was  taught  that  anything  which  could  not  be 

proven  correct  was  best  considered  incorrect.  When  I entered  I 
decided  to  ignore  these  three  basic  tenants  I just  listed.  My 
entire  career  as  a rheumatologist  has  been  to  use  objective 
sequential  measurements,  repeated  over  a period  of  years  as  the 
basis  for  planning  treatment.  The  symptoms  of  the  patient  are 
absolutely  and  totally  ignored  as  the  basis  for  any  major 

therapeutic  decision.  The  results  of  this  approach  seemed 

different  from  the  usual  therapeutic  experience. 

For  the  last  five  years  my  partner  and  I had  had  over  500 

patients  with  latex  positive  classical  chronic  rheumatoid 

arthritis  under  treatment  at  all  times.  This  is  by  actual  count. 
We  have  accomplished  the  following  results: 
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(1)  The  death  rate  due  to  rheumatoid  arthritis  itself  has  been  found 
to  be  five  per  thousand  years  of  patient  treatment  during  the 
first  year.  This  has  been  reduced  to  less  than  one  per  thousand 
patient  years  of  treatment  during  subsequent  years. 

(2)  We  need  to  have  centers  administratively  and  perhaps 
geographically  separate  from  Medical  Schools  who  have  other 
pressing  concern  besides  the  pragmatic  investigation  of  chronic 
disease--rheumatoid  arthritis.  I would  suggest  that  no  more  than 
three  centers  be  organized  along  with  single  lines  of  any  type. 
In  other  words,  we’re  all  ignorant  and  no  matter  how  well  we 
plan,  if  all  the  centers  are  operated,  located,  and  operate  the 
same  way  we  may  just  be  committing  the  same  error  all  over  the 
country.  At  least  one  or  more  of  these  centers  should  be 
dedicated  to  the  pragmatic  collection  of  objective  data  for  a 
period  of  years  on  a large  number  of  patients. 

(3)  We  should  not  dissipate  our  money  and  energy  in  setting  up 
programs  to  deliver  patient  services  unless  objective,  long-term 
data  collection  is  a part  of  each  of  these  programs. 

(4)  We  should  realize  that  didatic  and  academically  oriented 
diagnostic  ARA  data  base  may  not  provide  the  type  of  data  we 
need. 

(5)  The  collective  knowledge  of  all  the  experts  in  the  field  of 
rheumatology  does  not  constitute  wisdom.  It  may  not  even 
constitute  very  much  true  knowledge  that  is  pragmatically  useful 
in  preventing  crippling.  I've  briefly  reviewed  what  I've 
accomplished  by  the  pragmatic  approach.  Think  of  how  much  more 
might  have  been  accomplished  if  several  centers  had  been  using  a 
hard-nose  pragmatic  approach  towards  the  prevention  of  crippling. 

ENGLEMAN:  Thank  you  very  much.  I'm  a little  concerned  that  you  are 
suggesting  the  creation  of  centers  that  are  separate,  divorced  from 
teaching  institutions.  I think  Dr.  Crain  was  implying  this,  too;  maybe  I 
misunderstood. 

But  again,  we  we  may  be  restrained  by  the  Law  itself.  The  laws 
indicates  that  the  centers  will  be  responsible  for  teaching  as  well  as 
research,  and  I don't  know  whether  this  is  going  to  be  possible  in  an 
institution  where  there  is  no  teaching,  hut  this  is  just  an  aside. 

DR.  YOUNG:  May  I comment  on  that.  Dr.  Engleman.  It  may  be  possible  to 
carry  out  the  pragmatic  type  of  clinical  research,  I'm  talking  about 
patient  care  and  postgraduate  education,  as  long  as  your  staff  doesn't 
turn  over  every  year,  which  has  been  the  bane  of  the  Committee  on 
Cooperative  Clinics  where  they  do  the  medical  school  heavy  emphasis  on 
education.  So  many  of  their  personnel  rotate  that  it's  impossible  to 
maintain  an  ongoing  data-ccllecting  personnel. 

VOICE:  May  I make  one  statement  along  your  line? 

ENGLEMAN:  Yes. 
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WHEDON:  I just  wanted,  for  the  record,  to  have  the  Commission 
recognize  the  presence  in  the  audience  of  a former  public  member  of  the 
National  Advisory  Council  of  the  Arthritis  Insitutute  Mrs.  Florence 
Mahoney,  whom  those  of  us  in  Washington  and  Bethesda  recognize  and  know  as 
a zealous  worker  behind  the  scenes  for  increased  funding  for  medical 
research  and  research  training. 

ENGLEMAN:  Well,  thank  you.  Dr.  Whedon.  Now  that  you've  mentioned  it, 
you  probably  didn't  know — you  should  if  you  don't — that  Mrs.  Mahoney  has 
been  appointed  as  a public  consultant  to  the  National  Arthritis 
Commission. 

WHEDON:  Well  it  just  proves  that  we're  all  right  about  her. 

ENGLEMAN:  In  any  event,  in  behalf  of  the  members  of  the  Commission,  I 
want  to  thank  once  again  all  of  you,  the  witnesses  and  all  of  you  who  have 
made  such  attractive  arrangements  for  this  meeting.  It's  been  a highly 
successful  one,  and  I thank  you  very  much. 
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JOHN  M.  COURIC 
Washington,  D.C. 

Following  is  a statement  with  three  attached  reprints  which  represent 
and  support  the  views  of  the  American  Podiatry  Association  on  what  should 
be  included  in  the  National  Arthritis  Plan  to  be  submitted  to  Congress 
early  next  year  by  the  National  Commission  on  Arthritis  and  Related 
Musculoskeletal  Diseases. 

Your  attention  is  called  to  a statement  you  already  have  received 
independently  from  Lawrence  Rubin,  D.P.M. 

APA  wishes  to  acknowledge  with  appreciation  the  authorship  of  Raymond 
K.  Locke,  D.P.M.,  in  presenting  the  APA  statement. 

In  the  reprints,  the  reader's  attention  is  invited  to  the  change  in 
terminology  for  the  podiatry  profession  which  formerly  , was  known  as 
chiropody.  The  Journal  of  the  National  Association  of  Chiropodists  now  is 
The  Journa 1 of  the  American  Podiatry  Association. 

In  the  course  of  his  practice  the  podiatrist  undoubtedly  sees  more 
foot  deformities  and  abnormalities  than  any  other  member  of  the  medical 
team.  Many  of  these  foot  problems  have  too  frequently  been  considered  to 
be  of  a minor  nature;  yet,  such  problems  have  proven  extremely 
troublesome,  intractible  and  even  crippling. 

comparariv/'ly  little  investigation  has  been  devoted  to  foot  problems; 
yet,  many  foot  deformities  are  associated  with  the  arthritides.  Among 
these  are  hammertoes,  hallus  valgus  and  other  extremely  common  foot 
deformities.  Traumatic  arthritis,  osteoarthritis  and  rheumatoid  arthritis 
are  either  complicating  or  etiologic  factors  in  these  deformities. 
Flatfoot  can  be  a major  predisposing  factor  to  traumatic  and 
osteoarthritis;  yet  current  legislation  such  as  Medicare  rules  out \ the 
treatment  of  so-called  flatfoot  conditions.  The  trauma  caused  by  joint 
malposition  and  disturbed  biomechanics  can  lead  to  severe  arthritic 
problems. 

The  rheumatoid  patient  frequently  presents  severe  foot  deformity  in 
which  case  podia trie  skills  in  redistribution  of  weight  through  devices 
prove  of  great  benefit  as  conservative  measures.  Where  surgical 
intervention  is  needed  techniques  have  been  developed  which  aid  in 
rehabilitating  these  patients. 

Hallus  valgus,  oversimplified  by  the  lay  term  of  bunion  and  since 
accepted  by  medicine  as  descriptive  of  this  deformity,  is  often  the  cause 
of  dislocation  of  the  lesser  metatarsal-phalangeal  joints  with  synovities, 
capsulitis  and  eventually  traumatic  arthritic  changes;  yet  little  has  been 
done  in  research  or  greater  interest  in  this  extremely  common  and  usually 
familiar  problem. 
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The  National  Commission  on  Arthritis  and  Belated  Muscular  Diseases 
should  consider  the  appointment  of  a subcommittee  on  such  foot  problems 
whose  purpose  would  be  to  interest  itself  in  this  neglected  area  of  health 
care.  Calabro  in  "Podiatry  and  Arthritis",  Vol.  23,  Number  1,  1972-73, 
Bulletin  on  the  Bheumatic  Diseases,  states:  "Because  of  the  podiatrists' 
special  skills,  he  contributes  to  the  comprehensive  management  of 
arthritis. " 

♦Appendix  Submitted 


THOMAS  BROWN  & HAROLD  W.  CLARK  November  7,  1975 
Arlington,  Virginia 

In  response  to  your  reguest  we  would  like  to  transmit  recent 
information  in  the  form  of  a report,  now  in  press,  relating  to  some  of  our 
long-term  continuity  studies  on  the  infectious  approach  to  the  arthritis 
problem.  We  thought  that  some  of  this  data,  particularly  in  regard  to  a 
new  animal  model,  the  gorilla,  may  be  very  helpful  to  members  of  the  study 
groups  and  the  National  Commission  cn  Arthritis  in  the  difficult  task  of 
formulating  a comprehensive  attack  on  rheumatoid  diseases. 

We  believe  that  this  report  on  a five-year  follow-up  study  of  a 
chronic  long-term  illness  has  presented  new  avenues  for  study  and 
introduced  another  approach  to  the  many  unanswered  guestions.  It 
certainly  supports  the  need  for  continued  research  on  unusual  infectious 
agents  and  altered  immunologic  responses  as  part  of  the  disease  mechanism. 
Whether  or  not  the  gorilla  is  the  most  significant  animal  model  to  date 
must  wait  further  epidemiologic  studies  of  the  transmission  and  (slow) 
spontaneous  responses  in  the  natural  host  environment.  Even  using  a 
restricted  animal  model  such  as  the  gorilla,  the  need  for  a computer 
program  of  the  many  variables  was  quite  evident.  Hopefully  every  captive 
gorilla  in  the  world  (and  other  non-human  primates)  will  be  coded  on  the 
ISIS  program  (International  Species  Inventory  System)  in  the  near  future 
for  extensive  data  collection. 

The  Arthritis  Center  which  we  have  developed  is,  we  believe,  one  of 
the  most  complete  and  comprehensive  in  the  area,  with  single  patient 
follow-up  care  extending  beyond  25  years,  and  with  problem  patients  being 
referred  in  from  all  parts  of  the  country.  In  this  type  of  medical 
environment  where  highly  basic  research  and  practical  patient  care  in 
long-term  continuity  join  hands,  we  believe  the  greatest  progress  can  be 
made  and  such  an  effort  can  only  survive  with  continuous  and  sustained 
support. 

It  would  seem  most  important  to  preserve  intact  many  centers,  each 
with  its  own  approach  to  the  problem.  For  example,  those  centers 
qualified  in  the  infectious  approach,  but  each  working  on  different 
agents,  should  be  encouraged  to  pursue  individual  courses  but  interrelated 
as  a section  under  the  infectious  approach. 
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Each  arthritis  research  center,  such  as  ours,  cannot  screen  all  the 
related  host  responses  to  all  the  potential  infectious  agents.  We  have 
found  it  an  overwhelming  task  limiting  our  efforts  primarily  to  one  group 
of  microorganisms.  Perhaps  each  center  should  select  a specific  group  of 
potential  etiological  agents  for  extensive  investigation  rather  than  a hit 
or  miss  "needle  in  a haystack"  approach.  With  a number  of  centers 
dividing  up  the  field  of  suspects  it  should  be  possible  within  a few  years 
to  not  only  narrow  the  field  but  also  zero  in  on  a possible  specific 
combination  or  groups  of  infectious  or  cloning  agents.  In  dealing  with 
"slow"  agents  the  time  reguirements  may  be  much  longer,  and  allowances 
must  be  made  for  this.  If  we  are  dealing  with  intracellular  parasitizing 
and  sensitizing  antigen  (s)  that  are  not  reached  by  the  standard 
antimicrobial  approach  or  by  humoral  antibodies,  it  may  require  new 
techniques  and  developments  to  reach  and  suppress  this  type  of  microbial 
antigen  production. 

Our  continuous  long-term  experience  in  these  directions  has 
demonstrated  to  us,  at  least,  the  great  advantage  of  approaching 
therapeutic  advances  entirely  upon  a mechanistic  basis. 

To  be  of  maximum  value  in  the  future  the  programmed  data  banks  should 
include  not  only  the  potential  etiological  infectious  agents,  but  also  the 
cell-mediated  responses  to  these  agents  as  well  as  the  other  immunologic 
components  of  the  disease  mechanisms.  It  would  seem  to  us  that  the  field 
of  rheumatology  is  greatly  in  need  of  a broadened  base  with  a new,  fresh 
viewpoint,  and  the  one  mentioned  may  help  supply  this  obvious  need. 

We  wish  you  much  success  in  your  difficult  task,  and  if  there  is  any 
additional  information  that  we  could  provide  to  help  facilitate  this  job, 
please  let  us  know. 

ELAM  TOONE,  M. D. 

The  Arthritis  Clinic  at  the  MCV  was  opened  in  1940.  It  consisted  of  a 
Director  who  had  received  four  years  of  post-graduate  training  in  general 
internal  medicine,  a sign  designating  an  Arthritis  Clinic  in  the  area  of 
the  General  Medicine  Clinic,  and  the  most  comprehensive  textbook  of  the 
time.  A few  years  later  a one-hour  lecture  on  rheumatoid  arthritis  was 
added  to  the  lecture  schedule. 

Teaching  programs  in  the  field  of  arthritis  followed  by  many  years 
such  programs  in  cardiology,  gastroenterology,  hematology,  etc.  In  the 
decade  1930-40,  there  were  no  programs  of  this  type  in  Virginia,  North 
Carolina,  the  District  of  Columbia,  or  Maryland.  Slowly,  but  gradually, 
this  situation  has  improved,  and  there  are  well-recognized  teaching 
programs  in  nine  of  the  medical  schools  in  these  areas.  However,  there 
are  still  many  medical  schools  in  various  states  which  have  no  organized 
means  of  teaching  this  subject.  Moreover,  a course  of  lectures  to  third 
and  fourth  year  medical  students  is  inadequate  to  produce  a physician  with 
the  skills  and  expertise  to  treat  these  complicated  diseases. 
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Postgraduate  training  is  essential,  with  the  usual  format  being  that 
the  medical  graduate  take  three  years  of  general  medical  house  staff  and 
then  two  years  of  a fellowship  in  one  of  the  medical  subspecialties.  The 
item  of  our  interest  being  arthritis.  So  equipped  with  this  experience  he 
would  be  capable  of  being  clinician  and  giving  expert  care  to  patients  or 
a teacher  either  as  a clinician  or  investigator  or  a combination  of  both. 

Since  the  organization  of  teaching  programs  in  rheumatology  has  lagged 
so  far  behind  some  of  the  other  sufcspecialties , they  have  necessarily 
fallen  far  behind  in  their  competition  with  many  of  these  subspecialties 
in  their  ability  to  attract  fellows.  In  our  school,  we  have  three 
fellows,  while  several  other  divisions  have  8 to  10.  To  a great  degree, 
the  ability  to  secure  fellows  depends  on  the  teachers  who  conduct  the 
training  program,  and  this  means  a balance  of  patient  care  and 
investigational  expertise  with  the  ability  to  teach.  It  is  from  these 
trained  fellows  that  the  faculties  of  medical  schools  in  the  future  will 
be  composed.  In  truth,  their  activities  as  a fellow  include  patient  care, 
research,  and  the  teaching  of  other  members  of  the  house  staff  and 
students,  contributing  valuable  supplementary  aid  to  the  faculty  in  these 
fields.  In  order  to  develop  a training  plan  of  this  character  one  must 
recruit  fellows  several  years  in  advance  and  make  definite  commitments  to 
them.  It  therefore  becomes  absolutely  necessary  that  a sufficient  and 
dependable  source  of  the  required  funds  be  available. 

While  we  have  spoken  of  the  future  faculties  of  medical  schools  being 
drawn  from  these  fellows,  the  majority  will  not  go  into  an  academic  life 
but  will  enter  practice  and  devote  their  time  and  skill  to  the  care  of 
patients  with  arthritis.  In  so  doing,  this  would  fulfill  one  of  the  major 
goals  of  the  Arthritis  Commission--expert  comprehensive  medical  care. 
More  capable  physicians  practicing  rheumatology  are  badly  needed  and  in 
even  moderate-size  communities  where  a recognized  rheumatologist  is 
located,  he  may  have  a waiting  list  of  from  2-4  months. 

Patients  With  arthritis  need  and  are  entitled  to  better  service  than 
this.  They  compose  one  of  the  largest  segments  of  medically  disabled  of 
our  population,  and  the  disease  creates  a tremendous  economic  and  social 
problem  because  of  lost  time  from  work  and  the  disruption  of  family  life. 
The  mortality  is  not  high,  but  the  morbidity  is  immense.  Some  of  this  has 
been  due  to  a defeatist  attitude  on  the  part  of  many  patients  and  I am 
sorry  to  say,  some  doctors.  Pemarks  often  heard  from  the  patient  are  that 
they  did  not  think  anything  could  be  done  for  arthritis  so  they  did  not 
seek  medical  attention.  Doctors  would  often  remark  that  if  aspirin  did 
not  help,  there  was  nothing  else  to  do. 

With  more  and  hopefully  enough  well-trained  physicians  available  to 
patients,  much  of  this  attitude  could  be  reversed  by  more  accurate 
diagnosis,  the  use  of  proper  drugs  carefully  supervised,  and  working  as  a 
team  with  orthopedic,  physical  therapists  (physiatrists) , and 
rehabilitation  medical  specialists. 
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The  Rheumatology  Section  of  the  Department  of  Medicine  of  the  Bowman 
Gray  School  of  Medicine  provides  care  for  arthritis  patients  in  the 
western  part  of  North  Carolina. 

This  area  has  a population  of  approximately  2 million  people  of  which 
200,000  are  afflicted  by  some  form  of  arthritis.  One  hundred  thousand  of 
these  200,000  people  are  in  need  of  immediate  medical  attention.  In 
addition  to  patient  care  and  patient  education  programs,  we  are  involved 
in  arthritis  research,  the  education  of  medical  students  and  physician's 
assistants,  and  continuing  education  for  members  of  the  Rheumatology  Unit. 

The  Rheumatology  Unit  consists  of  three  rheumatologists,  one  second- 
year  fellow,  two  first-year  fellows,  two  nurses  functioning  as  physician 
extenders,  two  laboratory  technicians,  and  one  half-time  and  three  full- 
time secretaries. 

Inpatient  care  is  provided  through  the  facilities  of  the  North 
Carolina  Baptist  Hospital.  Outpatient  care  is  provided  at  six  locations. 

The  Outpatient  Department  of  the  North  Carolina  Baptist  Hospital 
provides  care  at  reduced  rates  to  indigent  patients. 

Private  outpatients  are  given  care  through  the  Department  of  Clinics 
of  the  Bowman  Gray  School  of  Medicine. 

Outreach  clinics  to  provide  care  to  patients  in  outlying  areas  are 
located  in  East  Bend,  Yadkin  County,  North  Carolina;  Farmington,  Davie 
County,  North  Carolina;  in  the  eastern  section  of  Winston-Salem,  Forsyth 
County,  North  Carolina;  and  in  Mount  Airy,  Surry  County,  North  Carolina. 

The  outlying  clinics  are  staffed  by  registered  nurses  functioning  as 
physician  extenders  under  the  supervision  of  a rheumatologist. 

Contacts  have  been  established  with  industrial  nurses.  The  seminars 
and  clinics  they  have  attended  have  given  them  an  increased  awareness  of 
arthritis  in  its  different  forms.  Industrial  nurses  refer  patients  and 
follow-up  the  patient  education  begun  in  the  clinics. 

Patients  on  research  protocols  are  given  both  inpatient  and  outpatient 
care  in  the  Clinical  Research  Unit  of  the  North  Carolina  Baptist  Hospital. 

Education  regarding  the  disease  process  and  the  treatment  program  is  a 
point  of  emphasis  in  the  care  of  our  patients. 

Our  arthritis  center  is  also  engaged  in  active  research  into  the 
causes,  manifestations,  and  treatment  methods  of  rheumatic  diseases.  We 
provide  up  to  date  information  to  physicians  in  outlying  areas  so  that 
they  can  provide  better  care  through  early  detection  and  the  institution 
of  appropriate  therapy  programs. 
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Millions  of  dollars  are  made  yearly  by  quacks  offering  pain  relief  or 
cures  for  arthritis.  Only  through  Arthritis  Centers,  located  in  strategic 
areas  of  the  state,  giving  good  patient  care  and  education  can  patients  be 
protected  from  these  irresponsible  and  cruel  claims.  With  increased 
awareness  of  the  disease  process  and  its  treatment,  patients  will 
hopefully  no  longer  act  on  misinformation  and  cause  themselves  unnecessary 
damage. 

Continued  support  of  our  institution  as  an  Arthritis  Center  is  vital 
to  help  assure  our  expansion  in  the  areas  of  patient  care,  arthritis 
research,  physician  and  physician  assistant  education  programs  on  both  the 
undergraduate  and  postgraduate  levels,  and  the  addition  of  ancillary 
health  professionals  tc  our  center  staff. 


ELIZA  S.  BRUNSCN  November  11,  1975 
Mobile,  Alabama 

I am  an  arthritis  association  volunteer  in  my  community.  For  a number 
of  years  I have  baked  cookies,  stuck  on  stamps,  typed  and  hand-written 
notes,  dialed  telephone  numbers,  washed  dishes,  scrounged  around  and 
gathered  junk,  and  walked  from  door  to  door,  to  make  money  for  the  group. 
I have  gone  to  bed  too  tired  to  sleep  and  have  loved  every  minute  of  it. 

I have  learned  a lot  about  people  and  things,  but  the  most  important 
thing  I have  learned  is  that  those  of  us  who  help  raise  funds  for  local 
groups  have  to  be  glad  to  see  our  cherished  money  go  outside  our  community 
to  people  who  can  make  a try  at  finding  how  we  can  best  treat  arthritis, 
what  causes  arthritis,  and  how  we  can  stop  arthritis.  It  took  a while  to 
learn  to  think  that  big.  The  next  lesson  had  to  follow:  Our  volunteer 
efforts  are  only  the  beginning  of  filling  the  need.  We  need  a national 
major  effort  to  continue  the  work  that  local  volunteers  have  tried  to  do 
for  the  whole  nation  (Every  family  is  affected  by  arthritis) . 

I would  like  to  urge  the  National  Arthritis  Commission  to  request  that 
the  Congress  of  the  United  States  appropriate  some  funds  for  community 
services  for  the  ones  who  are  presently  crippled  by  arthritis,  and  even 

more  funds  to  train  our  students  now  in  medical  school  to  treat  arthritis, 
and  even  more  funds  than  that  to  enable  doctors  and  scientists  to 
experiment  and  study  toward  finding  a cure  for  arthritic. 

The  volunteers  won't  stop  working,  but  we  can  make  our  efforts  more 
direct — drive  arthritis  sufferers  to  clinics,  keep  patient  records,  cheer 
up  home-bound  arthritics,  arrange  learning  situations  for  fellow 
volunteers  and  the  public,  and  take  some  training  ourselves  to  help 
relieve  the  suffering  from  arthritis. 

We  will  be  ready  to  switch. 
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In  the  interest  of  arthritis  sufferers  in  this  area,  I wish  to  present 
to  your  Commission  a plea  for  adequate  funds  for  research  and  treatment  of 
arthritis. 

We  have  the  facilities  at  the  University  of  South  Alabama  Medical 
School  for  research  and  treatment,  but  the  school  is  badly  in  need  of 
funds  for  this  purpose. 

Having  served  as  President  of  this  local  Chapter,  it  has  been 
forcefully  brought  to  my  attention  of  the  great  need  in  this  area  of 
medicine.  We  have  only  one  rheumatologist  in  this  area  to  serve  nearly 
50,000  arthritis  sufferers  (and  I understand  this  situation  exists  all 
over  the  country) . This,  to  me,  shows  the  need  for  adequate  funding  and 
staffing  of  all  of  the  medical  schools  to  provide  training  in 
rheumatology. 

Great  strides  have  been  made  in  other  area  of  medical  research,  and  I 
feel  that  with  adequate  funding  and  training  the  same  results  can  be 
achieved  in  this  field. 

Any  assistance  your  Commission  can  give  will  be  appreciated  by  me  and 
all  the  other  arthritis  sufferers  in  this  area. 


HARRIET  R.  PENNINGTON  November  12,  1975 
Mobile,  Alabama 

During  the  past  few  years,  and  especially  this  past  year  while  servinq 
as  President  of  the  South  Alabama  Chapter,  I have  become  increasingly 
aware  of  the  tremendous  gap  existing  in  medical  care  for  arthritis 
sufferers. 

There  certainly  are  not  enough  adequately  trained  physicians  to  treat 
the  nearly  100  diseases  that  belong  to  the  family  known  as  arthritis.  In 
actual  fact,  many  of  the  patients  are  receiving  inaccurate  diagnosis,  or, 
if  the  diagnosis  is  correct,  the  treatment  is  totally  lacking  in 
expertise.  This  obviously  is  why  there  are  so  many  arthritis  patients  on 
disability  payments  and/or  welfare  roles. 

When  we  look  at  the  $13  billion  impact  on  the  economy  caused  by 
arthritis,  we  cannot  help  questioning  the  lack  of  national  interest  and 
support  for  research  and  treatment — to  find  the  cause  and  cure. 

By  rehabilitating  those  arthritis  patients  who  are  now  disabled,  and 
by  preventing  disabling  of  more  arthritis  patients  through  knowledgeable 
physicians  and  good  treatment  centers,  almost  $100  million  could  be 
realized  in  local.  State  and  Federal  income  taxes. 
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We  speak  of  money  spent,  and  money  lost,  and  money  wasted,  but  our 
real  concern  is  in  human  lives  spent  in  agony  and  despair,  because  of 
unanswered  questions  and  unsolved  mysteries  of  arthritis. 

The  thousands  of  volunteers  across  the  country  are  doing  a big  job  in 
raising  money  for  arthritis.  They  have  graphically  demonstrated  their 
interest  and  their  concern.  But,  this  has  not  been  enough  to  get  the  job 
done.  We  need  the  support  of  the  Federal  Government. 

Therefore,  I implore  the  National  Arthritis  Commission  to  weigh  the 
costs--both  financial  and  physical--and  give  the  20  million  arthritis 
sufferers  hope  for  the  future. 


JEANNE  ROYSTER  October  21,  1975 
Mobile,  Alabama 

As  the  Executive  Director  of  a small  local  chapter  of  the  Arthritis 
Foundation,  I am  all  too  often  called  upon  for  a service  or  assistance  to 
arthritis  sufferers  that  the  chapter  simply  cannot  afford  to  provide. 

While  the  chapter,  of  course,  has  no  economic  barriers  of  any  kind,  I 
find  that  both  the  very  poor  and  the  affluent  are  often  able  to  obtain 
better  medical  care  than  most  average  income  patients.  The  poor  can  be 
referred  to  many  other  agencies  and/or  services,  and  the  State  and  Federal 
assistance  through  Medicaid  and  Medicare  is  often  available.  The  rich  can 
afford  to  travel  to  arthritis  centers  and  obtain  treatment  from 
specialists.  They  can  also  afford  to  purchase  the  costly  medicines, 
physical  therapy,  self-help  devices,  or  have  surgery  if  dictated. 

Statistics  show  us  that  Mr.  and  Mrs.  Financially  Average  Americans  are 
the  tax-paying  backbone  of  the  national  economy.  Yet,  because  of  the 
extremely  critical  shortage  of  physicians  who  have  had  any  formal  training 
in  rheumatology,  the  middle-income  arthritis  sufferers  have  very  little 
hope  of  receiving  the  specialized  care  that  prevents  crippling  and 
disabling.  Even  if  specialists  were  available,  the  fact  that  arthritis 
cannot  yet  be  cured  precludes  that  there  will  be  a tremendous  impact  made 
on  their  average  incomes  by  long-term  medications,  physician  care,  and 
absenteeism  from  employment.  Most  people  with  average  incomes  cannot 
afford  to  purchase  self-help  devices,  finance  surgery,  or  afford  time  off 
from  the  job.  This  can  often  lead  to  complete  collapse  of  families,  and 
inevitably  new  names  are  added  to  the  welfare  lists. 

This  vicious  cycle  can  only  be  stopped  when  more  money  is  found  to 
support  the  vital  research  now  going  on;  when  the  results  of  this  research 
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are  relayed  to  all  of  the  physicians  now  treating  arthritis  patients;  and 
when  all  medical  schools  are  required  to  include  adequate  education  and 
training  to  future  physicians. 

It  is  a fact  that  only  40  percent  of  the  22  million  arthritis  victims 
in  this  country  receive  any  kind  of  medical  care.  Of  this  40  percent, 
almost  three- fourths  of  them  are  being  attended  by  doctors  with  no  formal 
training  in  the  rheumatic  diseases.  It  is  no  wonder  that  arthritis  is  the 
second  leading  cause  of  absenteeism  and  costs  an  annual  $4  billion  to  the 
national  economy. 

This  country  can  no  longer  financially  afford  to  continue  to  ignore 
the  nation's  number  one  crippler.  There  must  be  support  on  all  levels  to 
find  the  cause  and  cure  for  arthritis.  The  private  sector  has  increased 
its  support,  but  this  still  is  not  getting  the  job  done.  Cancer  and  heart 
research  and  treatment  programs  have  long  benefited  from  support  of 
Federally  financed  programs.  Arthritis  must  have  its  share,  or  the 
nation's  quality  of  life  will  feel  its  direct  impact--ever  increasing  tax 
burdens,  loss  of  purchasing  power,  not  to  mention  the  devastation  and 
despair  felt  by  millions  of  arthritis  sufferers  who  will  still  have  no 
place  to  turn. 

Funding  the  National  Arthritis  Act  is  one  of  the  most  urgent  and  vital 
steps  that  can  be  taken  to  restore  both  physical  and  economic  health  by 
this  generation  for  all  the  generations  to  come. 


RONALD  P.  SLEPIAN  November  17,  1975 
Mobile,  Alabama 

Please  make  this  letter  part  of  the  written  testimony  to  be  printed  as 
part  of  the  public  record  of  the  hearing  to  be  held  in  Atlanta,  Georgia 
December  9,  1975. 

I have  rheumatoid  arthritis.  I am  vitally  interested  in  seeing  the 
Federal  Government  fund  the  research  programs,  medical  training,  and 
additional  needed  services  areas  to  assist  in  implementation  of  the 
Arthritis  Act. 

Arthritis  will  continue  to  take  its  toll  unless  sufficient  funds  are 
made  available  to  meet  the  many  problem  areas  under  consideration  for  help 
to  arthritis  sufferers  and  the  work  of  all  agencies  that  provide  services 
to  arthritics  and  extensive  continuing  research  for  cures.  Help  is 
desperately  needed.  Thank  you  for  the  opportunity  of  allowing  me  to 
express  myself. 


4-214 


Atlanta,  Georgia 


December  9,  1975 


JOHN  L.  KLINE 

Durham,  North  Carolina 

I . Introduction : 

The  group  of  diseases  called  "arthritis"  ranks  second  only  to  heart 
disease  as  a cause  of  occupational  disability,  absenteeism,  and 
financial  loss.  To  date,  there  have  been  no  concentrated  programs  in 
the  United  States  to  help  alleviate  or  rectify  this  situation.  The 
Arthritis  Foundation  and  the  Regional  Medical  Program  have  jointly 
initiated  a program  in  North  Carolina  to  provide  the  facilities, 
personnel,  and  training  programs  aimed  at  improving  available 
arthritis  care,  from  diagnosis  to  back-to-work  programs  for  employees 
in  Industry. 

The  pilot  Arthritis  In  Industry  Program  will  include  professional 
training  for  the  Industrial  Nurse  to  facilitate  early  detection  of 
arthritis  and  to  enhance  the  counseling,  monitoring,  and  referral 
function.  Further,  it  will  include  a patient  education  component 
which  will  encourage  employees  to  seek  early  treatment  of  the  disease 
at  centers  located  close  to  their  places  of  employment.  Proper 
employer/employee  education  will  reduce  the  present  problem  of 
arthritis  victims  hiding  their  disease  for  fear  of  losing  their 
employment. 

The  success  of  the  program  will  benefit  both  the  employer  and  employee 
by  reducing  absenteeism  and  low  productivity  that  arthritis  causes. 

It  will  encourage  the  employee  to  seek  early  treatment  and  follow  the 
prescribed  management  procedures.  And  the  Industrial  Nurse  will  save 
employer/employee  time  and  money  by  performing  detection,  referral, 
monitoring,  and  counseling  functions  within  the  place  of  employment. 

II.  Approach:  - ,, 

A.  Professional  Training. 

I 

1.  Each  Industrial  Nurse  of  the  selected  pilot  plants  will  be 
invited  to  attend  the  Arthritis  Symposium  at  the  University 
of  North  Carolina  Medical  School  on  April  12  - 13,  1975,  and 
at  the  Bowman  Gray  School  of  Medicine  in  November  1975.  The 
nation's  leading  specialists  on  arthritis  will  be  the  guest 
panelists.  CEU  credit  can  be  awarded. 

2.  The  Industrial  Nurse  will  be  invited  to  attend  the  Arthritis 
Clinic  at  UNC  Memorial  Hospital  on  one  Monday  a month  for  a 
total  of  four  visits.  This  clinical  training  will  include 
detection,  evaluating,  monitoring,  and  counseling 
procedures.  The  drug  monitor  training  will  qualify  the 
nurse  to  monitor  patients  at  her  infirmary. 

3.  Panelists  will  be  provided  by  Arthritis  Seminars  for  the 
Industrial  Nurses  as  scheduled  by  the  industry's  Medical 
Directors  of  the  N.C.  Association  of  Industrial  Nurses. 
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4.  A collection  of  professional  arthritis  texts  and  materials 
will  be  provided  to  each  of  the  participating  nurses. 
Continuing  education  material  will  be  distributed 
f reguently . 

5.  A professional  arthritis  teaching  slide  collection  will  be 
provided  for  use  of  each  of  the  program  participants.  The 
collection  will  be  given  to  the  Medical  Department  who  in 
turn  will  rotate  to  plants  on  a loan  basis. 

6.  Each  nurse  will  be  invited  to  visit  the  local  arthritis 

clinic  to  examine  the  proper  referral  system,  the  clinic 
cost  and  operating  procedures  in  order  to  develop  the 

referral  function. 

7.  An  on-site  visit  will  be  made  by  invitation  only  by  a 

representative  from  the  program  to  aid  the  plant  nurse  in 
all  phases  of  the  program. 

B.  Patient  Education. 

1 . Patient  handbooks  and  pamphlets  on  all  phases  of  the 

arthritis  problem  will  be  supplied  to  the  plant  nurse  for 
distribution. 

2.  A teaching  slide  collection  for  patients  will  be  available 
on  a loan  basis  from  the  corporate  Medical  Office. 

3.  Periodic  newsletters  on  arthritis  will  be  available  for 

distribution  as  determined  by  the  plant  medical 
representative . 

C.  Patient  Services. 

1 . Pilot  screening  by  plant  nurses  for  arthritis  diagnosis  in 

the  selected  plants. 

2.  Referral  by  plant  nurse  of  positive  cases  to  AF-RMP  outreach 
clinics  for  definitive  diagnosis  and  initial  treatment. 

3.  Patient  counseling  by  the  plant  nurse. 

III.  Facilities: 

A.  University  of  North  Carolina  Medical  School  and  its  outreach 

clinics  at: 

Finehurst  Surgical  Clinic,  Pinehurst,  N.C. 

Moses  Cone  Hospital,  Greensboro,  N.C. 

Wake  Memorial  Hospital,  Raleigh,  N.C. 

Wilson  Clinic,  Wilson,  N.C. 

B.  Bowman  Gray  School  of  Medicine  and  its  outreach  clinics  at: 
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Farmington  Rural  Clinic,  Farmington,  N.C. 

East  Bend  Rural  Clinic,  East  Bend,  N.C. 

Family  Health  Center,  Winston-Salem,  N.C. 

IV.  Program  Personnel ; 

Project  Coordinator:  John  L.  Kline 

The  Arthritis  Foundation 

Project  Medical  Advisors:  UNC  School  of  Medicine 

Peter  Utsinger,  M.D. 

Norton  Hadler,  M.D. 

Pam  Jones,  R.N. 

William  Yount,  MD 

Bowman  Gray  School  of  Medicine 

Robert  Turner,  M.D. 

William  Collins,  M.D. 

Sytille  Sidden,  R.N. 

Nirma  Perricone,  R.N. 

Allied  Health  Professionals:  Other  members  of  the  Arthritis 

Teaching  Team  will  include 
Therapists,  Social  Workers,  and 
LPN's  as  assigned  by  the  two 
medical  schools  and  the  out- 
reach clinics. 


V.  Funding: 

E 

The  N.C.  Regional  Medical  Program  and  the  N.C.  Chapter,  the  Arthritis 
Foundation  will  cost-share  the  expense  of  starting  the  program  and 
continuing  through  1975.  Future  funding  will  be  considered  on  a cost- 
sharing program  between  the  selected  industry  and  the  Arthritis 
Program  if  cost-sharing  Federal  funds  are  not  available  for  1976.  As 
of  April  24,  1975,  it  appears  that  Federal  funds  will  be  available  for 
1976. 

J 

VI.  Program  Evaluation : 

s 

Evaluation  and  program  monitoring  will  be  the  task  of  the  Arthritis 
Foundation  with  the  cooperation  of  the  selected  plant  nurses.  The 
Standard  Data  Base  System  for  Rheumatic  Disease  as  developed  by  the 
Arthritis  Foundation  will  be  used. 


GLORIA  ERAGGS 
Mobile,  Alabama 

I am  a rheumatoid  arthritic,  the  onset  of  which  occurred  for  me  at  the 
age  of  six.  I received  no  therapy  until  after  the  age  of  25.  Today  I am 
a guadriplegic  with  a wasted  B.S.  and  Master's  degree. 

After  "living"  with  this  arthritis  32  years  I can  verify  the  need  for 
programs  that  will  provide  transportation  for  the  wheelchair  bound. 
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counsel  for  both  the  arthritic  and  the  family  involved,  programs  that  will 
provide  education,  research,  medical  clinics,  therapy,  sheltered  homes  for 
those  who  need  the  use  of  expensive  equipment  to  perform  daily  functions. 
Provisions  are  needed  for  free  medication  and  dietary  requirements 
necessary  for  good  health.  There  is  a need  for  special  gadgets,  clothes, 
furniture,  and  the  removal  of  architectural  barriers. 

The  needs  are  numerous  and  so  expensive  over  a period  of  time,  and 
this  makes  the  loss  of  many  good  minds  inside  a crippled  body  a real 
tragedy ! 

Please  make  this  letter  a part  of  the  written  testimoney  to  be  printed 
as  part  of  the  public  record  of  the  hearing  to  be  held  in  Atlanta, 
December  9th. 


ANN  ARMSTEAD  September  12,  1975 
Ellaville,  Georgia 

I am  writing  because  I am  a victim  of  lupus,  have  been  for  40  years. 
The  few  you  all  know,  please  ask  them  not  to  miss  any  treatments  and 
please  stick  with  it  because  it  is  terrible.  You  suffer  so,  you  don't 
have  any  strength.  Besides  that,  you  look  bad  and  you  feel  sick  all  the 
time,  you  can't  eat,  and  when  you  do,  you  are  sick.  You  have  swollen  feet 
and  legs  and  eye  trouble.  Tell  them  please,  to  do  what  the  doctor  says, 
because  if  they  don't  they  will  suffer  the  fate  of  the  damned.  You  pay  in 
full  a bitter  price.  You  see,  I went  for  almost  20  years  without 
treatment.  Tell  them,  please,  please.  As  you  can  see  from  the  writing, 
my  arm  quivers  and  the  hand  moves.  I read  about  your  Foundation  in  March, 
and  then  on  September  10.  You  see,  I am  Black,  and  the  doctor  said  that 
this  disease  does  not  belong  to  the  Black  race  at  all.  I was  Black  in 
Skin,  and  went  to  the  Cancer  Hospital,  2nd  Avenue,  New  York  City,  40  years 
ago.  Saw  Nancy  Cohen  and  Mrs.  Donna  Davison.  Please  don't  let  go  on  in 
treatment.  If  they  stay  with  it  they  will  soon  discover  a cure.  They 
told  me  there  is  no  cure,  but  you  can  control  it.  Please  keep  it  under 
control,  because  if  they  don't,  they  suffer.  And  those  near  and  dear 
suffer,  too.  I guess  I have  said  enough.  So  please  stay  in  there.  I 
could  tell  much,  much  more.  Your  understanding  for  40  years. 


NANCY  COHEN 
Atlanta,  Georgia 

I am  writing  this  to  you  about  the  little-known  disease  lupus 
erythematosus.  This  disease  is  called  a collagen  disease,  and  it  can 
affect  any  part  of  the  victim's  body,  causing  crippling  and  death,  and 
wreaking  havoc  on  every  part  of  the  stricken  person's  life.  At  present, 
it  is  estimated  that  approximately  500,000  persons  have  this  illness, 
5,000  die  of  it  in  this  country  alone  yearly,  and  thousands  of  new  cases 
diagnosed  every  year.  And  yet,  the  average  person  has  never  heard  of  it. 
Indeed,  many  doctors  are  floundering  for  ways  to  treat  it  when  confronted 
with  it,  and  the  course  of  treatment  is  most  usually  a matter  of  trial  and 
error.  This  disease  is  perhaps  thousands  of  years  old,  and  still  seems  to 
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be  a forgotten  illness,  or  even  totally  unknown  by  researchers.  Mostly 
young  women  are  its  victims,  but  there  seems  to  be  no  rigid  pattern  of 
whom  it  chooses  to  inflict  its  agonizing  symptoms  upon:  black,  white, 
male,  female,  young,  old,  none  are  exempt  from  the  devastating  nemesis 
called  lupus. 

The  person  with  lupus  is  frustrated  further  by  being  incorrectly 
diagnosed,  or  indeed,  called  a hypochondriac,  because  of  the  many  and 
varied  symptoms  of  lupus  which  can  masguerade  as  many  other  diseases. 
Some  of  the  effects  on  the  person  with  lupus  are:  tiring  easily  with 
little  effort  expended,  inability  to  handle  stress  (stress  also  causes 
flare-ups  of  the  disease)  , painful  joints,  and  a general  feeling  of 
discomfort  and  illness.  The  victim's  own  body  actually  attacks  itself,  as 
it  would  attack  a foreign  organism  (such  as  measles,  chicken  pox,  etc.), 
and  the  body  actually  destroys  its  own  tissue  from  within  the  victim's  own 
body.  In  other  words,  the  person  becomes  immune  to  its  own  body  tissue. 

Although  the  life  span  of  a person  with  lupus  is  thought  by  many  to  be 
seven  years  (it  used  to  be  one  year) , many  are  finding  that  this  isn't 
always  true.  Although  lupus  is  a sister  disease,  and  very  closely  related 
in  many  ways,  it  has  its  own  distinct  characteristics  which  cannot  be 
treated  as  arthritis. 

Because  of  the  lack  of  help  for  lupus  victims  and  their  families,  I 
organized  a chapter  in  Atlanta  in  February  of  1975.  The  response  was 
tremendous.  Almost  everyone  voices  relief  and  dismay  at  finding  that 
someone  else  in  the  world  has  this  disease  which  they  thought  they 
suffered  alone.  Every  day  we  are  getting  calls  on  our  phone  for  help, 
counseling,  and  just  for  someone  to  talk  to  who  really  understands  what 
you  are  going  through,  and  knows  without  a doubt  that  you  feel  the  things 
you  say  you  do.  Many  people  have  gone  for  years  of  tests  with  strong 
symptoms  and  negative  tests  for  LE,  even  some  have  died  with  negative 
tests  for  LE,  and  the  cause  of  death  being  determined  to  be  lupus  upon 
performing  an  autopsy. 

I voice  the  earnest  plea  of  all  who  are  afflicted  with  lupus  in 
requesting  that  you  give  us  every  consideration  in  allocating  funds  for 
research.  Please  help  us  to  focus  attention  on  this  dread  disease,  and 
increase  research  so  that  a cure  may  be  found  in  the  very  near  future. 
Every  day  of  suffering  that  you  could  remove  from  the  life  of  the  lupus 
victim  would  be  incomprehensible  in  worth. 

Thank  you  for  your  kind  consideration. 


Atlanta,  Georgia 


December  9,  1975 


JANICE  B.  HESTER 
Decatur,  Georgia 

I was  finally  diagnosed  with  Systemic  Lupus  Erythematosus  in  May  1972. 
I say  finally  because  it  took  the  doctors  10  years  to  diagnose  it.  In 
1961,  at  age  21  in  college  at  Savannah,  Georgia,  I began  having  severe 
chest  pains,  swollen  knee  joints,  infected  glands  under  both  arms,  fever, 
fatigue,  and  skin  rashes.  Was  hospitalized  in  1962  and  told  I had 
Rheumatoid  Arthritis.  I did  not  believe  the  doctors  at  that  time  because 
of  the  variety  of  symptoms  I had  which  were  similar  to  my  older  sister  who 
died  with  lupus  at  age  1 5 in  1953.  I saw  her  slowly  die  with  it  over  a 
period  of  2 years,  and  I was  aware  of  some  of  the  symptoms.  But  the 
doctors  insisted  it  was  Rheumatoid  Arthritis  and  gave  me  Prednisone, 
Plaquenil,  and  aspirin. 

Was  married  in  1964  and  had  a child  in  1968  with  complications.  The 
doctors  gave  me  liver  shots  throughout  my  pregnancy,  but  my  blood  still 
remained  too  low,  so  they  finally  resorted  to  blood  transfusions  before 
birth.  I had  had  hemolytic  anemia  during  pregnancy.  After  the  birth  of 
my  son  I had  a severe  kidney  infection  which  took  6 to  8 months  to  clear 
up.  Taking  care  of  my  son  was  almost  impossible,  and  some  days  I didn't 
think  I would  make  it. 

I saw  doctor  after  doctor  for  various  different  infections — kidney, 
skin  lesions,  pericarditis,  pleurisy,  pneumonia.  Was  hospitalized  at 
least  twice  a year.  Tests  were  run  as  far  as  I know  for  lupus  each  time — 
I was  so  sick  half  the  time,  I didn't  even  know  what  was  going  on  when  ‘ I 
was  hospitalized. 

Moved  to  Washington,  D.C.,  in  1971.  We  took  a trip  to  Florida,  April 
1972,  and  when  I got  .out  in  the  sun  I splotched  all  over  with  big  red 
patches.  By  the  time  I got  back  to  Washington  I was  deathly  ill, 
hospitalized,  and  put  on  large  amounts  of  Prednisone.  The  doctor  there 
gave' me  the  diagnosis  of  lupus  and  said  I had  probably  had  it  for  the  last 
10  years.  He  said  that  if  he  had  a choice  of  lupus  or  arthritis  he  would 
rather  have  lupus  because  arthritis  cripples.  The  doctor  that  told  me  I 
had  arthritis  gave  me  the  statement  in  reverse  because  he  said  lupus 
kills ??????? 

In  1972  we  moved  back  to  Atlanta,  Georgia,  and  for  three  years  I had 
been  treated  by  the  same  doctor  here,  but  still  averaging  at  least  twice  a 
year  in  the  hospital  for  various  things.  I went  to  see  a doctor  who  was 
well  known  in  the  field  of  lupus  at  Emory  University  Hospital,  because  I 
was  not  getting  along  well,  and  my  doctor  was  furious  that  I had  consulted 
someone  else.  I had  asked  the  other  doctor  to  send  all  the  test  results 
to  him,  but  he  said  I would  either  have  to  stick  with  him  or  go  to  someone 
else.  This  same  doctor  who  claimed  he  could  treat  lupus  patients  tried  to 
prescribe  sulfa  drugs  for  my  last  kidney  infection,  and  I had  to  remind 
him  that  (1)  lupus  patients  should  never  take  sulfa  drugs;  and  (2)  that 
for  3 years  my  chart  had  indicated  I was  allergic  to  sulfa.  Needless  to 
say,  I then  found  another  doctor  through  the  Lupus  Foundation  that  reads 
up  on  the  latest  lupus  findings. 
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I have  been  examined  by  many  different  doctors  and  been  in  many 
hospitals  and  am  still  amazed  that  they  have  so  little  information.  Most 
of  the  nurses  know  nothing  about  it,  and  since  its  effects  are  so  weird, 
doctors  many  times  think  the  patient  is  neurotic.  For  the  10  years  that  I 
was  told  I had  Rheumatoid  Arthritis  I sometimes  thought  I was  imagining 
many  of  my  symptoms  because  the  doctors  never  could  tell  me  what  all  the 
weird  things  that  I had  were  caused  from. 

I have  a six-year-old  son  and  I only  hope  and  pray  that  if  this 
disease  is  inherited  or  otherwise,  that  he  won’t  be  a victim  of  it.  I can 
only  hope  that  something  will  be  discovered  that  is  a better  treatment  or 
even  a cure  if  possible.  My  husband  divorced  me  and  I lost  my  job  because 
of  this  dread  disease.  Fortunately,  the  company  I worked  for  retired  me 
on  disability  and  let  me  keep  my  insurance  for  hospitalization.  My 
hospital  and  doctor  bills  for  the  last  three  years  have  amounted  to 
approximately  $15,000. 

The  doctor  tells  me  that  my  muscular  and  skeletal  system  is  now  being 
affected  by  lupus,  and  some  days  my  hands  swell  up  and  won't  go  down  for 
two  days.  My  legs  and  knees  feel  like  they  are  going  to  give  way  many 
times. 

Many  times  I have  wondered  that  if  I had  been  diagnosed  earlier  and 
taken  care  of  myself  by  getting  the  rest  I needed — but  did  not  realize  at 
the  time,  would  I be  less  affected  by  this  disease. 

I just  hope  that  something  more  can  be  found  so  that  some  other  human 
being  won't  have  to  experience  what  I have  gone  through  with  a disease 
that  no  one- -not  even  the  medical  profession — knows  little  or  nothing 
about. 


ERNEST  F.  LADD,  JR. 

Mobile,  Alabama 

It  is  my  understanding  that  this  letter  will  be  accepted  by  you  as 
testimony  on  behalf  of  the  Alabama  Chapter  of  the  Arthritis  Foundation  to 
urge  that  the  National  Arthritis  Act,  which  has  been  signed  by  the 
President,  be  implemented  so  that  it  can  be  used  actively  to  assist 
victims  of  arthritis  in  any  of  the  categories  that  would  be  helpful — 
research,  treatment,  and/or  rehabilitation. 

From  an  experience  in  my  immediate  family,  I realize  how  important 
these  areas  are  to  those  who  have  this  illness  and  how  expensive  and 
difficult  it  is  to  obtain  competent  evaluation  and  direction.  For  these 
reasons  I hope  you  will  expedite  in  any  way  that  you  can  the  activation  of 
this  legislation  so  that  it  can  become  of  service. 

Thank  you. 


November  4,  1975 
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JENCEY  LEONARD 
Gainesville,  Georgia 

The  following  is  a personal  telling  by  Jencey  Leonard  of  her  own 
experiences  with  lupus.  Jencey  is  a lupus  patient. 

I hope  that  this  brief  account  of  my  acquaintance  with  the  disease 
systemic  lupus  erythematosus,  will  in  some  way  be  helpful.  As  I recall 
the  events  and  facts  connected  with  my  illness,  I have  found  that  many  of 
the  memories  are  quite  unpleasant  and  very  painful  to  me.  Lupus  is  such  a 
misunderstood  and  coy  disease,  with  symptoms  that  are  very  easily 
pinpointed  today,  and  gone  tomorrow.  I am  a member  of  the  Atlanta  Chapter 
of  the  Lupus  Erythematosus  Foundation,  and  we  hope  to  educate  the  patient, 
family,  and  public  about  this  disease,  and  through  awareness  eventually 
find  a cure. 

In  May,  1972,  I began  taking  a fertility  drug,  Clomid,  to  become 
pregnant.  About  that  time,  I was  sunburned  on  my  upper  left  arm.  In 
June,  I began  having  many  symptoms,  the  major  ones  being  fevers  from 
degrees  99  to  104  degrees;  headaches;  nausea;  chest  pains;  enlarged 
spleen;  swollen  lymph  glands;  sores  in  my  mouth;  sore  throat;  hair  falling 
out;  stiff,  painful,  and  swollen  joints;  profuse  menometrorragia;  pustular 
lesions  on  my  lower  extremities;  a butterfly  rash  on  my  face,  upper  torso 
and  upper  extremities;  and  a sunburn  that  wouldn't  heal.  I was  under  a 
doctor's  care,  but  no  medication  seemed  to  help.  I was  a frequent  visitor 
to  emergency  r corns  for  fainting,  bled  for  five  months,  which  weakened  me 
excessively,  and  saw  three  other  doctors,  each  of  whom  continued  to  treat 
my  symptoms  individually.  After  exhaustive  tries  to  get  help,  I was 
diagnosed  as  having  SLE  by  a dermatologist  who  did  biopsies  of  my 
sunburned  skin,  and  an  LE  Prep  blood  test.  At  this  time  I was  admitted  to 
the  hospital,  started  on  drug  therapy,  and  given  blood  transfusions.  I 
have  been  taking  Prednisone  since  that  time,  and  have  been  unable  to  stop 
taking  it. 

Since  that  time,  I have  had  alternating  periods  of  remissions  and 
flare-ups.  I have  been  under  the  care  of  three  doctors  for  the  majority 
of  the  time  since,  and  a fourth,  an  opthalmologist,  to  make  sure  that 
Plaquanil  toxicity  doesn't  occur.  I had  added  Imuran  to  my  drugs,  was  in 
the  hospital  eight  times  in  one  year,  and  at  one  time  developed  cataracts 
from  the  Prednisone  drug  therapy. 

During  a remission  in  May  of  1974,  I applied  for  a teaching  position 
and  was  not  hired  for  several  reasons,  all  in  relation  to  my  health.  The 
fact  that  lupus  is  an  unpredictable  disease  made  me  undesirable  because  I 
could  not  be  dependable,  and  because  of  the  rash  that  I had  on  my  face 
during  flare-ups,  they  could  not  allow  me  around  food,  as  well  as  the  fact 
that  they  could  not  explain  to  parents  about  my  rash  and  disease.  This 
was  in  spite  of  the  fact  that  I had  letters  from  two  doctors  stating  that 
lupus  was  in  no  way  contagious  and  would  not  interfere  with  performance  as 
a Home  Ec.  teacher.  The  drugs  had  lowered  my  resistance  and  I contracted 
Cryptococcal  Meningitis,  was  hospitalized  for  a lengthy  time,  due  to  drug 
allergies.  Upon  release,  I had  treatments  for  quite  a while  thereafter, 
and  still  must  have  frequent  lumbar  punctures  to  check  the  state  of  the 
fungus.  I am  now  in  a flare-up  and  my  medications  are  averaging  $120.00 
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per  month.  I was  recently  hospitalized  for  tests  and  drug  regulation  and 
will  now  require  more  since  my  kidney  is  enlarged.  Without  Social 
Security  disability  benefits  I could  not  have  survived.  My  weekly  visits 
to  one  of  my  doctors  is  $17.50.  My  Major-Medical  insurance,  through  my 
husband,  costs  $23.00  per  month  (my  part) , and  I will  qualify  for  Medicaid 
next  year.  I am  unable  to  purchase  life  insurance,  and  health  insurance 
companies  require  a two-year  waiting  period,  after  which  they  "may"  insure 
me. 

People  with  lupus  are  discriminated  against  in  job  hiring,  charged 
enormous  amounts  of  money  for  drugs  and  professional  help,  discriminated 
against  in  terms  of  insurance  protection,  misunderstood,  and  advised  to 
remain  hidden  in  a closet,  etc.  We  are  human  beings;  we  have  dignity;  we 
can  contribute  to  society  and  we  will  educate  the  public  about  disease; 
and  we  will  find  a cure! 


VIRGINIA  J.  MASTERS  December  8,  1975 

Decatur,  Georgia 


LUPUS  TESTIMONY 

You  asked  me  to  write  a resume  of  my  L.E.  background.  I shall  try  to 
make  it  brief.  It  would  not  be  dramatic,  I'm  afraid,  to  anyone  but  me. 

After  surgery,  while  stationed  with  my  husband  in  Germany,  for  two 
days  routine  recovery.  Suddenly  morning  pulse  rates  of  over  100,  extreme 
weakness,  joint  pains.  In  the  hospital  a month;  they  could  not  find  the 
cause.  Went  home  with  improved  joint  involvement,  but  remaining  high 
pulse  rate.  Gradually  strengthened,  tut  had  to  force  myself  to  attend  to 
duties  as  mother  of  three  as  Com.  Off.'s  wife. 

Next,  they  removed  tonsils--no  sore  throat,  but  cyst  on  tonsil. 
Perhaps  that  might  help  pulse  rate.  It  made  no  difference. 

Back  in  U.S.,  extreme  fatigue,  swelling  ankles  and  around  eyes. 
Tested,  B.M.R.  was — 35.  Put  on  thyroid,  up  to  5 grains  daily,  which  was 
too  much.  Stabilized  on  3 gr.  Dr.  could  not  understand  high  pulse  rate 
and  B.M.R.  reading,  so  sent  as  outpatient  to  Walter  Reed  Hospital.  They 
said  I definitely  needed  thyroid,  perhaps  the  pulse  rate  was  due  to 
working  under  "nervous  tension." 

Next,  at  Ft.  MacArthur  Hospital  in  L.A.,  (San  Pedro)  Cal.,  routine 
check  for  thyroid;  the  doctor  called  in  two  others  to  check  heart.  Had 
E.C.G.,  x-rays,  etc.  They  said  I must  have  had  rheumatic  fever  as  a 
child.  I said,  "No,"  I was  sure.  Typhoid,  mild  case  of  dyphtheria  and 
usual  childhood  diseases--no  Rh.  Fev.  If  so,  why  had  it  not  been 
discovered  at  Walter  Reed,  in  Germany,  or  during  pregnancies.  They  said 
perhaps  it  was  overlooked. 

Letterman  Army  Hospital — Major  surgery.  Four  days  later,  just 
starting  on  solid  food  and  doing  well  when  BANG.  Chills,  fever,  joints,  a 
kidney  infection  which  they  cleared  quickly  but  left  the*  other  symptoms, 
extreme  weakness.  Put  back  on  IVs.  One  day  I was  dying--now  that  it  ie 


4-223 


Atlanta,  Georgia 


December  9,  1975 


over  it  was  a good  experience--very  easy.  Several  doctors  were  with  me 
all  day-some  kind  of  drug  given  in  IV  which  took  all  day  for  one  bottle. 
Conference  held  by  all  the  doctors,  the  commanding  General  himself  came  up 
to  look  me  over.  They  could  never  find  the  cause.  In  the  hospital  over  a 
month.  Oh  yes,  joint  involvement  also--especially  knees.  Since  I lived 
on  post  and  was  neighbor  to  several  doctors,  allowed  to  go  home  when 
symptoms  subsided.  It  took  a while  to  begin  to  get  strength  back.  In- 
between  was  very  active,  both  as  my  family  needed  and  as  being  in  charge 
of  over  three  hundred  girl  scouts  on  the  Presidio.  Some  days,  I would  get 
up,  do  the  needed  chores  to  get  the  family  off,  back  to  bed,  answer  phone, 
bed,  etc. --all  day.  I told  no  one.  It  was  a matter  of  pride  not  to  admit 
I was  tired. 

Ft.  McPherson--As  a redhead  usually  does,  have  always  had  trouble  with 
sun.  In  one  of  the  episodes  of  removing  what  I called  "sun  spots"  was 
asked  to  go  for  consultation.  I knew  from  the  thoroughness  of  the 
examination  and  number  of  questions  that  it  was  something  serious.  The 
doctor  would  not  say  what  it  was--only  that  it  may  give  me  some  trouble. 
I therefore  took  the  strange  name  off  the  lab  sheets  and  went  to  the 
library.  The  short  paragraphs  I found  were  not  encouraging.  Without 
saying  anything  to  the  family  I began  doing  things  I had  been  putting  off. 
So  much  better  if  the  doctor  would  tell  you  the  facts!  Since  the  blood 
tests  came  back  negative  but  the  biopsy  was  positive,  they  put  down 
Discoid.  I knew  nothing  about  L.E.,  so  did  not  tell  them  about  the  above. 
It  was  not  in  my  record. 

Since  that  time  I have  had  my  ups  and  downs.  Episodes  of  pleurisy 
(terrible  for  a singer  and  choir  director) , joint  and  muscle  pains, 
fatigue,  and  off  and  on  rapid  pulse.  The  doctors  vary  in  what  they  say  to 
me.  Some  find  the  heart  bit,  others  say  nothing  of  any  account  there. 
They  say  the  joint  pains  are  just  arthritis.  Why  do  they  at  times 
disappear?  The  pain  on  my  shin  bones  is  possibly  a "bruised  bone".  That 
bruise  certainly  lasts  a long  time.  I still  take  my  thyroid — had 
radioisotopes  test  at  Letterman.  They  said  I would  always  need  it.  The 
present  doctor  says  that  D.L.E.  never  becomes  S .L. E. --unless  I have  a 
positive  A.N.A.  he  will  not  believe  it.  I do  not  conform  in  many  respects 
to  the  norm.  I am  difficult  to  put  under  with  anesthetics;  barbiturates 
have  no  affect  at  all — not  even  the  strongest.  The  antihistamines  which  I 
must  take  for  allergies  never  make  me  drowsy.  One  lucky  thing — they  have 
never  called  me  a hypochondriac,  at  least  to  my  face.  They  have  also 
never  suggested  a psychological  test.  They  just  offer  various  meaningless 
explanations. 

By  the  way,  I have  never  had  a real  butterfly  except  while  using 
Efudex  for  skin  cancer,  tut  then  it  was  on  my  eyelids  also.  I have  had 
lesions  in  my  ears  and  on  my  scalp,  which  Dr.  Olansky,  who  consults  once  a 
month  at  Ft.  Mac,  said  were  definite  L.E.  lesions. 

I wish  there  were  some  way  to  control  this,  to  get  a doctor  to  really 
listen  instead  of  making  up  his  mind  so  definitely  first.  I don't  have 
time  to  have  these  spells  of  fatigue  and  weakness.  I still  do  not  admit 
it  to  anyone  except  the  doctor,  but  am  learning  to  give  in  sooner  as  far 
as  rest  is  concerned.  WE  NEED  HELP. 
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CLAUDIA  A.  SCHMIDT 
Stone  Mountain,  Georgia 

My  first  symptoms  of  my  diseases  started  around  October,  1972.  I 
always  felt  tired,  fingers  and  knees  would  swell.  I really  didn't  think 
much  about  it--thought  mayte  I was  just  working  too  many  long  hours.  I'm 
a surgical  nurse,  and  we  do  take  a lot  of  emergencies. 

However,  by  February,  1973,  my  tiredness  was  getting  worse,  and  it 
took  everything  in  me  to  get  out  of  bed  each  morning.  I was  also 
experiencing  pain  along  with  the  swelling.  I still  didn't  seek  medical 
advice,  just  thought  it  would  pass.  By  May,  though,  the  pain  was  so 
intense  that  while  driving  to  the  hospital  one  morning,  I just  couldn't 
stand  the  pressure  of  the  steering  wheel,  lost  control,  and  had  an 
accident.  I saw  a private  doctor,  who,  after  finding  out  I was  ex- 
military, suggested  I go  to  the  V.A.  Hospital  for  help.  I was 
hospitalized,  and  the  diagnosis  made  at  that  time  was  scleroderma, 
Raynaud's  disease.  I was  placed  on  vaco-dilators , Indocin  and  paraffin 
dips  to  my  hands,  was  also  not  allowed  to  work,  and  might  add  I was 
feeling  so  terrible  I couldn't  work.  All  I wanted  to  do  was  rest,  but 
even  this  was  difficult  at  times,  due  to  the  pain.  I couldn't  sleep. 

By  August,  1973,  nothing  seemed  to  help,  and  since  the  Raynaud's  was 
getting  worse,  the  doctors  decided  to  do  sympathectomies  on  all 
extremities,  hoping  to  bring  heat  back,  thus  lessening  the  pain.  The 
surgeries  were  from  August,  1973,  to  December,  1973.  The  heat  lasted  only 
six  months,  so  I was  right  back  where  I started.  The  doctors  advised  I 
get  out  of  surgery  and  be  retrained  for  something  less  straining,  and  that 
I move  south.  I really  don't  know  of  any  vzork  that  doesn't  reguire  some 
stress  and  strain  if  one  is  sincere  in  their  employment.  In  February, 
1974,  I left  Pittsburg,  Pennsylvania  for  Georgia.  I gained  employment  at 
a local  hospital  and  seemed  to  do  fairly  well  until  around  October  when 
the  same  awful  tiredness,  terrible  pain  in  my  fingers. and  hands,  cramping 
and  pain  in  my  legs,  plus  the  feeling  I would  fall.  I seemed  to  lose 
coordination  of  my  fingers,  hands  and  legs.  I let  the  situation  go, 
though,  until  December,  when  I contacted  a private  doctor  here  in  town. 
He  placed  me  on  various  medicines  and  only  permitted  me  to  work  a half- 
day, and  there  were  many  days  I couldn't  work  at  all.  I was  told  by  V.A. 
I wasn't  eligible.  Finally,  in  March,  I contacted  V.A.  again,  because  I 
couldn’t  afford  a private  doctor  and  the  medicine.  I was  put  on  treatment 
similar  to  before,  but  I still  felt  myself  falling,  and  in  July  was 
admitted  to  the  V.A.  Hospital  in  Atlanta.  The  sad  part  about  my  case  was 
I wasn't  showing  all  the  classic  pictures  of  a true  scleroderma  or  lupus 
patient.  Some  tests  were  negative,  while  others  were  positive,  and  I as 
the  patient  thought  I was  going  out  of  my  mind.  Psychological  testing  was 
negative,  and  I was  told  I had  every  right  to  feel  the  way  I did.  I was 
quite  ill,  and  along  with  the  diseases,  this  would  cause  depression.  All 
I knew  was  that  I felt  so  weak  and  tired  and  was  in  terrible  pain.  We 
finally  reached  the  diagnosis  of  scleroderma  with  overlapping  lupus  and 
Raynaud's.  I am  at  present  going  from  the  walker  and  the  wheelchair.  I 
am  on  quite  a bit  of  medicine,  with  the  hope  it  will  result  in  a 
remission.  I have  good  days  and  bad.  I am  unable  to  work,  and  I have  no 
idea  when  I may  be  able  to  be  retrained  to  do  something  else.  I am 
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awaiting  word  from  Social  Security,  and  as  yet  haven't  received  any 
financial  aid  except  what  my  family  and  friends  have  done  for  me. 

Psychologically,  it  has  been  very  hard  for  me  to  accept  this  disease. 
I know  others  younger  than  I have  it,  but  being  the  active  person  I was, 
and  now  nothing.  People  look  at  you  and  say  you  look  good  when  you  feel 
like  screaming  because  you  are  so  tired  and  in  pain,  or  when  you  have  to 
bow  out  because  you  can't  stand  one  more  minute  without  rest.  So  this, 
too,  has  made  it  hard  to  accept  the  illness.  I was  fortunate  in  having  a 
member  of  the  Lupus  Foundation  come  out  and  spend  many  an  hour  with  me  to 
explain  her  feelings  and  what  she  herself  went  through.  I also  had  a good 
doctor  who  spent  many  an  hour  explaining  how  the  disease  affects  a person. 
To  these  people,  I owe  a lot.  I understand  now  tc  accept  it  in  my  own 
mind. 

I have  also  been  very  fortunate  in  that  my  medical  care  has  been 
provided  by  the  VA  thus  far.  I haven't  teen  able  to  gain  any  other  type 
of  health  insurance  or  life  insurance  without  a very  high  premium,  which 
is  really  out  of  reach  for  me.  My  only  hope  and  prayer  is  for  a remission 
and  for  enough  research  to  be  done  so  that  we  may  walk  in  sunshine.  Thank 
you. 
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P ROCE  E D I N G S 


ENGLEMAN:  Eecause  of  the  constraint  of  time  we  must  ask  our  witnesses 
to  limit  themselves  to  approximately  4 minutes.  This  will  make  it 
possible  for  members  of  the  Commission  to  ask  questions  of  the  witnesses. 
At  this  time  we  will  ask  the  members  of  the  Commission  to  introduce 
themselves.  My  name  is  Eph  Engleman.  I'm  a practicing  rheumatologist 
attached  to  the  University  of  California  Medical  School  in  San  Francisco. 

ANTHROP:  I am  Mrs.  Verna  Anthrop.  I am  an  American  Indian  and  I am  a 

pati ent. 

JEN^RICK:  I'm  Howard  Jenerick,  Staff  Member  at  the  Institute  of 
General  Medical  Sciences  which  is  part  of  the  National  Institutes  of 
Health  in  Washington,  D.  C. 

SHIELDS:  I'm  Marlin  Shields.  I'm  a physical  therapist  representing 
the  allied  health  professions  on  the  Commission. 

MELICH:  I am  Doris  Melich,  President  of  the  Utah  Chapter  of  the 
Arthritis  Foundation  and  a lay  person  on  the  Commission. 

LEWIS:  I am  Vivian  Lewis,  retired  professor  of  kinesiology  and 
physiology,  Wilberforce,  Ohio. 

BATCHELOR:  I'm  Bill  Batchelor.  I'm  with  the  National  Institutes  of 

Health.  I'm  with  the  National  Institute  of  Arthritis,  Metabolism  and 
Digestive  Diseases,  currently  serving  as  Executive  Secretary  to  the 
Commission . 

GAY:  I am  Dr.  William  Gay,  Associate  Director  , National  Institute  of 
Allergy  and  Infectious  Diseases  at  the  National  Institutes  of  Health. 

POLLEY:  I am  Dr.  Howard  Polley,  rheumatologist  from  Rochester, 

Minnesota,  Mayo  Medical  School. 

ENGLEMAN:  We  will  ask  the  witnesses  to  please  identify  themselves. 
Dr.  Brewer. 


TESTIMONY  OF 
EARL  J.  BREWER,  M.D. 

PEDIATRIC  RHEUMATOLOGIST 
TEXAS  CHILDREN'S  HOSPITAL 

BREWER:  Dr.  Engleman,  members  of  the  Commission,  welcome  to  Houston. 

Arthritis  in  children  is  a serious  unresolved  problem  in  medicine. 
The  needs  of  children  with  arthritis  have  been  ignored,  not  because  the 
community  is  against  children,  but  because  no  one  has  been  for  them.  The 
main  and  most  destructive  form  of  arthritis  in  children  is  juvenile 
rheumatoid  arthritis,  but  there  are  other  equally  crippling  diseases  such 
as  rheumatic  fever,  polymyositis,  systemic  lupus  erythematosus  and 
inherited  genetic  defects.  There  are  several  hundred  thousand  children 
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with  rheumatoid  arthritis  alone  in  the  United  States.  The  cause  of 
juvenile  rheumatoid  arthritis  is  unknown  and  a cure  continues  to  elude 
medicine.  Severe  crippling  of  thousands  of  children  continues  to  occur 
each  ye.  r. 


A chronic  care  program  designed  for  each  patient  by  children's 
arthritis  centers  is  the  best  method  to  give  the  most  help  to  children 
with  arthritis  because  the  problems  are  so  complex  and  the  skills  of 
rheumatologists,  orthopedists,  physical  therapists,  occupational 
therapists,  orthotists,  social  workers,  nurses  and  other  allied  health 
specialists  are  essential.  Children  differ  from  adults  in  that  they  are 
growing  in  spirit  and  body  and  the  entire  approach  to  therapy  is  different 
than  the  adult  approach. 

Adequate  drugs  to  treat  children  with  juvenile  rheumatoid  arthritis 
have  not  been  studied  in  a systematic  way  by  the  drug  companies.  the 
National  Institutes  of  Health  or  the  Food  and  Drug  Administration.  Again, 
there  h.  o been  no  great  conspiracy  by  any  of  these  excellent  agencies 
against  children  with  rheumatic  diseases  but  no  one  has  been  for  children 
with  rheumatic  diseases.  Children  have  been  therapeutic  orphans.  The 
present  Physician's  Desk  Feference  dees  not  list  a single  drug  that  has 
been  approved  for  the  treatment  of  juvenile  rheumatoid  arthritis  or  other 
rheumatic  diseases  as  a result  of  systematic  studies  to  establish  efficacy 
or  safety.  One  drug,  gold,  is  listed  with  an  empirical  upper  limit  dose 
with  no  data  and  the  upper  limit  is  probably  incorrect. 

Patient  and  parent  education  is  developed  in  a few  of  the  children's 
centers  in  this  country,  but  planned  instructional  materials  are  not 
generally  available.  A few  pilot  programs  of  parent  groups  to  help  each 
other  with  the  problems  of  arthritis  have  been  formed  but  are  not  really 
available. 


Physician  education  in  the  diagnosis  and  treatment  of  rheumatic 
diseases  i i children  is  woefully  lacking  even  in  medical  schools  with 
pediatric  centers.  The  number  of  pediatric  rheumatologists  working  full 
time  with  rheumatic  diseases  in  children  is  so  small  that  the  entire  group 
can  gather  around  a conference  table. 

What  s'  ould  be  done  about  better  care  for  children  with  rheumatic 
diseases?  Parents  and  relatives  of  children  with  rheumatic  diseases  must 
work  to  interest  the  Government,  The  Arthritis  Foundation  and  Congress  in 
the  pligh  of  these  children  suffering  from  so  much  pain  and  crippling. 
In  this  way  adequate  children's  centers,  one  per  5 million  population  can 
be  established  or  improved  to  act  as  a beacon  light  of  education  for 
physicians  and  allied  health  personnel,  a unified  service  and  care 
facility  for  children  with  arthritis  gathering  together  the  many  allied 
health  and  physicians  needed,  a training  ground  for  physicians  and  allied 
health  personnel  and  a research  unit  tc  find  causes  and  better  treatments 
for  children  with  rheumatic  diseases. 

A major  immediate  step  that  needs  to  be  taken  by  the  Congress  is  to  be 
for  these  previously  ignored  children  with  rheumatic  diseases.  The 
Congress  should  require  the  FDA  to  require  systematic  study  of  anti- 


4-240 


Houston,  Texas 


December  10,  1975 


inflammatory  drugs  in  children  as  well  as  adults  before  allowing  approval 
of  the  drug  on  the  market. 

The  Pediatric  Rheumatology  Collaborative  Study  Group  composed  of  seven 
Pediatric  Rheumatologists  in  the  United  States  has  now  systematically 
studied  Tolmetin  for  its  value  in  juvenile  rheumatoid  arthritis. 
Meclofenamic  acid  is  now  being  systematically  studied  and  ibuprofen  is 
being  considered.  It  is  apparent  to  me  as  Chairman  of  this  group  that 
some  medications  for  children  which  need  to  be  studied  such  as 
penicillamine  and  gold  will  never  be  studied  unless  the  Congress 
appropriates  adequate  funds  and  directs  the  appropriate  Government 
agencies  to  include  children  in  systematic  study  of  drugs.  Again,  this 
oversight  is  not  because  an  antichild  discrimination,  but  because  no  one 
has  been  for  children. 

Even  beyond  juvenile  rheumatoid  arthritis,  the  virtually  untouched 
area  of  therapy  for  other  rheumatic  diseases  in  children  will  need  to  be 
systematically  studied  also.  It  is  unfortunate  that  therapy  is  now 
governed  by  anecdotal  and  subjective  data  on  very  few  patients.  The  lack 
of  systematic  study  by  competent  professional  study  groups  is  a prime 
reason  that  quackery  and  ineffectual  medications  are  used. 

Patient  education  materials  and  personnel  must  be  developed  if  patient 
and  parent  compliance  is  to  be  improved.  The  education  by  patient 
educators  is  also  an  effective  feedback  for  treatment  that  is  not 
successful . 

Physician  education  can  be  accomplished  through  the  separate  pediatric 
centers  by  education  of  the  house  staff  and  students  assigned  to  these 
units. 

The  only  way  these  units  will  adequately  develop  and  the  only  way  that 
children  will  not  be  forgotten  is  to  have  separate  pediatric  units.  The 
inclusion  of  a pediatric  unit  in  an  adult  unit  has  not  in  the  past  led  to 
adequate  attention  to  the  needs  of  children. 

I hope  that  if  the  Commission  is  able  to  accomplish  nothing  else,  that 
we  can  evoke  an  attitude  by  the  Commission  and  by  the  Congress  for 
children  with  rheumatic  diseases  rather  than  the  almost  complete  oversight 
of  children  in  the  past.  Perhaps  as  a result  of  your  work,  children  will 
no  longer  be  therapeutic  orphans  in  this  country. 

ENGLEMAN:  Thank  you.  Dr.  Brewer.  I gather  then,  that  you  feel  that 
discrete  centers  for  the  study  of  rheumatic  disease  in  children  are 
required.  Is  that  correct? 

BREWER:  Yes,  I would  think  so. 

ENGLEMAN:  Just  to  take  some  numbers  out  of  a hat,  if  we  were  to  be 
successful  in  obtaining  30  centers,  how  many  of  the  centers  do  you  think 
should  be  devoted  to  children? 

BREWER:  Thirtv  total  for  adult,  child?  I would  think  8 to  10. 
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ENGLEMAN:  And  what  do  you  think  would  be  a reasonable,  minimal  figure 
dollarwise  for  each  center?  For  each  of  the  juvenile  centers? 

BREWER:  I think,  in  absence  of  having  a detailed  budget  at  the  moment, 
I wouldn't  come  up  with  a figure.  I think  other  people,  Virgil  Hanson, 
has  calculated  in  his  mind  $200,000  to  $300,000  per  year  per  center. 

ENGLEMAN:  Dr.  Eatchelor. 

BATCHELOR:  Dr.  Brewer,  I wonder  if  you  would  care  to  comment  on  the 
special  perceptions  that  society  has  about  the  problems  of  investigation 
of  drugs,  their  utilization  and  their  side  effects  in  children.  This  is 
an  area  in  which  the  public  is  taking  an  increasing  interest,  beginning  to 
ask  questions  about  who  has  the  right  to  decide  that  a drug  may  be  used 
for  experimental  purposes--in  children,  prisoners  and  other  people — that 
should  not  be  treated  as  independent  individuals.  This,  it  seems  to  me, 
is  going  to  set  a real  limit  to  the  area  of  investigation  that  you  point 
out  is  an  extremely  important  one. 

BREWER:  Well,  I think  we  have  had  some  considerable  experience  now 
with  our  pediatric  rheumatology  collaborative  study  group.  We  are  into 
our  second  drug.  We  have  a very  detailed  system  of  an  open  study  to 
establish  dosage  with  five  patients,  each  in  seven  centers,  and  then  meet 
and  decide  on  the  efficacy  or  potential  efficacy  of  the  drug,  and  then 
move  into  a segment  two,  which  is  a double  blind  comparing  aspirin  to  the 
drug  in  question  and  in  general. 

BATCHELOR:  How  about  the  consent  problems  here? 

BREWER:  Now,  I think  the  problem  arises  in  one  or  two  key  things  that 
you  said  which  are  very  dear  to  us,  that  children  are  not  like  prisoners 
or  like  other  nonfolks.  Children  are  part  of  the  human  spectrum  and  it  is 
simply  not  acceptable  to  say  a drug  is  not  safe  in  an  11-year-old  and  is 
safe  in  a 14-year-old.  This  is  not  sensible.  So  these  studies  need  to  be 
done  on  the  children  as  well  as  the  adults,  and  if,  by  and  large,  a drug 
is  safe  for  teenager  or  adult  then  it  probably  should  be  deemed  safe  for 
the  other.  We  have  not  really  encountered  difficulties  with  trying  to 
find  better  agents  to  help  the  pain  and  crippling  these  children  have  and 
consent  is  not  a problem.  I understand  the  legal  implications  of  what  you 
say,  but  I think  medicine  must  move  forward  on  what  is  right  and  we 
perhaps  will  have  to  let  the  legal  problems  work  themselves  out  on  the 
basis  of  what  is  proper,  which  is  the  ultimate  answer  anyway. 

LEWIS:  I'm  particularly  interested  in  knowing  what  method  you  use 
right  now  for  patient  and  family  education. 

BREWER:  We  have  a parent's  group  which  met  last  night.  It's  a 
neophyte  organization.  We  meet  once  a month  and  last  night  discussed  the 
problems  that  parents  have  in  trying  to  handle  situations  in  the  home, 
with  other  siblings,  and  the  school.  We  have  a Parent' s Manual  for 
Children  with  Rheumatic  Diseases,  and  part  of  the  education  program  is  a 
1-  to  3-hour  session  with  the  physical  therapist  in  our  unit  as  the 
patient  educator  and  parent  educator.  We  also  use  goal-seeking 
therapeutic  methods  in  that  the  therapist  and  the  physician  will  set 
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achievements  of  a limited  nature  and  those  of  us,  the  physicians  here  and 
the  lay  health  people  that  treat  sick  people,  know  that  one  can't  say, 
"Well,  go  home  and  do  all  this  and  come  back  next  year."  One  has  to  see 
them  at  intervals  and  set  limited  goals  for  improvement.  This  is  the  main 
way  that  we  educate  in  our  Pediatric  Center.  I think  your  point  is  well 
taken,  that  this  is  one  of  the  essential  things,  because  people  that  have 
an  interest  in  the  growing  child  do  not  necessarily  have  an  interest  in 
the  problems  of  older  folks. 

ENGLEMAN:  We  have  time  for  one  more  question. 

POILEY : Dr.  Engleman  has  already  referred  to  our  time  constraints,  but 
we  feel  we  may  also  have  some  dollar  constraints,  and  I'd  like  to  ask  why 
you  think  these  8 to  10  JRA  centers  should  be  separate  when  you  also  speak 
of  children  as  being  part  of  the  spectrum  and  when  we  have  to  think  about 
the  costs  of  administration  of  centers  and  maybe  some  construction  and  so 
on.  Why  can't  they  be  a part  of  the  total  unit  of  the  center? 

BREWER:  Well,  I think  if  the  unit  is  funded  as  a unit  and  that  the 
money  designated  for  the  unit,  then  it  becomes  a separate  unit.  I don't 
think  it  has  to  be  separated  physically,  but  I think  there  should  be 
designated  funds  for  the  children,  because  I think  all  too  often  when  the 
funding  is  given,  if  dollar  is  given  for  adult  and  children,  the  child 
gets  two  or  three  cents  and  perhaps  he  or  she  should  have  more. 

ENGLEMAN:  Is  Dr.  Granberry  here?  No.  Pat  Tally. 


TESTIMONY  CF 
PAT  TALLY 
SOCIAL  WORKER 
TEXAS  CHILDREN'S  HOSPITAL 

i 

TALLY:  As  a professional  social  worker  and  Chairman  of  the  local 

chapter  of  the  Allied  Health  Professions  Section  of  The  Arthritis 
Foundation,  I am  involved  daily  with  helping  patients  stricken  with 
arthritis  and  their  families  to  maintain  their  coping  behavior  in  the  face 
of  this  chronic  illness.  This  disease  can  bring  on  feelings  of  depression 
and  anxiety,  increased  irritability,  social  withdrawal  and  over 
dependency.  Conversely,  it  has  also  teen  interpreted  as  being  to  some 
extent  a somatic  expression  of  conflict,  constricted  emotional  expression 
and  poor  verbal  communication.  In  adults  with  arthritis  and  children  with 
juvenile  rheumatoid  arthritis,  with  which  I am  more  familiar,  severe  and 
chronic  personality  disturbances  can  arise  if  the  psychosocial  components 
of  the  disease  are  ignored.  A review  of  studies  done  by  Moos  (1964) 

concluded  that  rheumatoid  arthritis  patients  apparently  tend  to  overreact 
to  their  illness  and  are  self-sacrificing,  masochistic,  rigid,  self- 
conscious,  inhibited  and  dependent.  Similar  studies  of  children  indicate 
they  also  react  to  the  disability  with  poor  social  and  life  adjustments. 

The  more  severe  the  disability,  the  greater  the  tendency  toward  negative 
personality  changes. 

All  of  the  above  points  to  a great  need,  and  one  often  expressed  to  me 
by  patients  and  parents  alike,  for  assistance  with  the  emotional  side  of 
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this  illness.  I feel  strongly  that  any  implementation  of  the  National 
Arthritis  Act  should  include  a definite  plan  to  document  this  impact  on 
the  patient's  personality  and  on  family  functioning  and  to  provide 
treatment  for  the  same  through  the  arthritis  centers.  Social 
psychotherapy  focused  on  interpersonal  relationships  in  the  family, 
communication  between  family  members,  assistance  to  patients  and  parents 
or  spouses  to  help  them  express  their  feelings  about  the  disease, 
provision  of  marital  and  sexual  counseling,  and  putting  patient  in  touch 
with  community  and  financial  resources,  all  help  families  to  muster  their 
inner  strength  and  adjust  to  living  with  this  chronic  debilitating 
disease.  This  ability  to  cope  then  enables  them  to  make  full  use  of  the 
medical  and  rehabilitative  care  available  to  them  and  increases  the 
likelihood  of  working  out  a medically  and  socially  acceptable  and 
personally  valued  lifestyle  once  maximal  physical  recovery  has  been 
obtained. 

At  the  recent  Governor's  Conference  on  Arthritis  held  here  in  Houston, 
counselors  from  the  Texas  Rehabilitation  Commission  strongly  endorsed  the 
need  for  early  psychosocial  therapy  to  enable  someone  who  has  become 
disabled  to  maintain  a sense  of  personal  worth  and  to  give  him  motivation 
for  a normal  social  and  vocational  life  way  before  he  is  referred  for 
actual  job  training.  If  a patient  has  not  handled  the  stress  and  distress 
caused  by  the  diagnosis  of  arthritis  and  is  allowed  to  sink  into  the 
depression,  withdrawal,  irritability  and  dependency  that  is  characteristic 
of  the  disease,  society  will  have  lost  a responsible,  contributing  and 
adaptive  human  being.  This  then  endangers  the  outcome  of  the  expensive 
medical  care  the  patient  has  received. 

Once  again,  my  professional  recommendation  would  be  that  the 
psychosocial  treatment  of  the  patient  with  arthritis  be  an  integral  part 
of  the  National  Arthritis  Plan.  Thank  you. 

ENGLEMAN:  Thank  you.  Miss  Tally.  Mr.  Shields. 

SHIELDS:  A question  regarding  the  training  of  social  workers:  of 
course  if  we're  to  use  that  manpower  source,  is  it  your  opinion  that 
social  workers  as  they  graduate  are  ready  to  go  to  work  in  special 
arthritis  centers,  or  do  you  think  that  additional  training  is  required 
before  they  are  effective  either  in  children's  or  in  adult  arthritis 
centers? 

TALLY:  Well,  I'm  basically  talking  about  someone  who's  had  master's 
training.  You  know,  a social  worker  with  a master's  degree  or  something 
similar.  You  know,  I suppose  a clinical  psychologist  or  someone  who  can 
do  counseling  of  that  sort.  Most  of  the  counseling  professions  have  built 
into  them  supervision  and  this  kind  of  thing.  I would  feel  that  working 
as  a unit,  as  a team,  it  would  be  sort  cf  an  on-the-job  kind  Of  training. 
I think,  of  course,  you  would  need  some  orientation  to  the  disease  and  the 
particular  aspects  and  the  particular  problems.  But  I think  a lot  of  the 
problems  are  problems  anybody  has;  it's  just  that  they're  intensified  by  a 
disease,  so  your  conflicts  are  intensified. 

SHIELDS:  So  that's  manpower  that's  available  now? 
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TALLY:  Oh  sure,  yes. 

ENGLEMAN:  Any  other  questions?  Thank  you  very  much.  Miss  Tally.  May 
we  ask  Mrs.  Garza  to  step  forward? 


TESTIMONY  OF 
MRS.  ALFRED  GARZA 
MOTHER,  JRA  PATIENT 
HOUSTON,  TEXAS 

GARZA:  My  little  daughter,  Teresa,  7 years  old,  contracted  arthritis 

last  year,  with  very  high  fever,  rash  and  her  joints  hurting.  For  2 weeks 
we  did  not  know  what  was  the  matter  with  her.  We  had  to  take  her  to  the 
hospital  for  1 week.  The  doctor  could  not  tell  us  anything  definite  and 
this  was  killing  us.  Then  Dr.  Brewer  came  to  see  her  and  was  treating  her 
(or  trying  to  control  her  arthritis)  but  was  not  able  to  tell  us  much 
about  what  was  the  matter  with  her.  As  a parent  it  is  difficult  to  see 
your  child  hurting  so  bad  she  cannot  move.  He  started  her  off  with 
aspirin  which  did  not  help  her,  then  he  gave  her  another  medicine  that  did 
not  agree  with  her.  Finally,  he  gave  her  some  steroids  which  helped  her, 
but  the  medicine  is  not  good  if  you  give  too  much  of  it.  Then  she  got  a 
flareup  during  the  spring,  and  each  time  this  happens,  it  is  bad  for  her 
joints. 

It  is  very  bad  that  research  has  not  come  up  with  something  that  would 
help  children  and  adults  get  well,  or  even  to  control  it  before  it 
destroys  their  joints.  With  as  many  people  affected  with  this  disease,  it 
is  incredible  to  think  that  so  far  the  researchers  have  not  come  up  with 
something.  Another  thing  is  that  there  is  only  one  doctor  in  the  Houston 
area  interested  in  rheumatology.  I just  can't  believe  it.  Children  with 
arthritis  need  to  be  treated  before  they  are  crippled  and  then  not  able  to 
live  a normal  life. 

My  husband  and  I have  been  going  to  group  meetings  and  they  are  very 
helpful.  But  there  are  nurses,  therapists,  social  workers,  and  Dr.  Brewer 
who  are  very  helpful  to  us,  but  some  day  they  are  going  to  tell  us  that 
they  probably  can't  come  anymore  because  they,  I guess,  are  volunteering 
their  time  and  they  can't  afford  to  come. 

As  a parent  I must  tell  you  that  my  little  girl's  illness  has  really 
broken  me  up.  I can't  ever  know  when  she  is  going  to  feel  bad  so  I have 
to  be  close  to  the  house  in  case  the  school  calls  me  to  tell  me  to  come 
after  her.  It  hurts  to  see  a little  girl  who  was  taking  dancing,  was  a 
model  and  a cheerleader  for  her  brother's  football  team,  not  able  to  do 
all  the  things  she  wants  to. 

Research,  in  my  opinion,  time  and  money  should  be  concentrated.  I 
don't  know  who  or  where  the  help  is  going  to  come  from,  but  I am  hoping 
and  praying  that  help  will  come  soon  for  my  child  and  for  all  the  children 
who  are  suffering  with  the  disease.  God  bless  you  for  trying  to  help  us. 
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ENGLEMAN:  Thank  you,  Mrs.  Garza.  Mrs.  Mathews  and  Mr.  Elgohary  are 
also  parents  of  children  with  arthritis,  so  I think  we'll  ask  each  of  them 
to  testify  before  questions  are  asked.  Mrs.  Mathews. 

MATHEWS:  I believe  there's  been  an  error  here.  I'm  not  testifying. 
My  husband's  letter  was  chosen  to  be  read  and  he  is  unable  to  be  here.  My 
daughter.  Misty,  had  also  written  a letter  and  I believe  that,  in  lieu  of 
his  letter,  she  will  read  hers. 


TESTIMONY  OF 
MISTY  MATHEWS 
JRA  PATIENT 
HOUSTON,  TEXAS 

MATHEWS:  My  name  is  Misty  Mathews  and  I am  10  years  old.  I have 

lupus.  This  is  a disease  related  to  arthritis.  It  makes  me  sick 
sometimes  and  I have  headaches,  stomachaches  and  stiffness  in  my  legs  and 
my  fingers  hurt.  Especially  in  the  morning.  I have  a really  good  doctor. 
His  name  is  Dr.  Brewer.  He  does  all  the  things  he  can  to  help  me.  He 
runs  tests  and  qives  me  medicine,  but  some  of  the  medicine  he  gives  me 
make  me  very  fat  and  sometimes  even  sick.  But  they  are  all  the  drugs  he 
has  to  give  me.  I wish  that  the  people  of  the  Arthritis  Commission  could 
help  the  drug  companies  to  test  drugs  just  for  children.  All  of  the  drugs 
are  for  adults,  but  we  children  have  to  take  them  anyway.  There  are  a lot 
of  children  around  who  need  help.  I met  a lot  of  these  children  when  I 
was  in  Texas  Children's  Hospital  for  6 weeks.  I had  seen  lots  of  doctors 
before  I went  there  and  none  of  them  knew  what  was  wrong  with  me.  I was 
very  sick.  Then  they  called  in  Dr.  Brewer  and  he  knew  what  I had.  Since 
I have  had  lupus  I have  found  out  a lot  of  children  have  this  disease.  It 
is  a collagen  disease  like  arthritis.  It  can  affect  anyone  anytime.  I 
pray  that  the  drug  companies  will  help  Dr.  Brewer  to  help  me  and  other 
children  get  well  soon.  Thank  you. 

ENGLEMAN:  Thank  you  very  much.  Misty.  Can  we  now  hear  from  Mr. 
Elgohary? 


TESTIMONY  OF 
KIRILOUS  ELGOHARY 
FATHER  OF  JRA  F ATI ENT 
HOUSTON,  TEXAS 

ELGOHARY:  My  name  is  Kirilous  Elgohary.  I am  an  engineering  analyst 

and  the  father  of  a 9-year-old  boy  who  may  have  rheumatoid  arthritis.  I 
say  "may  have"  very  pointedly  since  the  first  problem  we  have  discovered 
with  rheumatoid  arthritis  is  the  difficulty  doctors  seem  to  have 
diagnosinq  the  disease. 

My  son  first  complained  of  a pain  in  the  knee  on  the  day  of  his 
brother's  birthday  party.  We  concluded  that  he  was  just  jealous  and 
wanted  attention,  so  we  gave  him  an  aspirin  and  sent  him  to  bed.  He  came 
back  crying,  so  at  1 a.m.  we  took  him  to  the  emergency  room  of  a local 
hospital.  The  doctor  on  duty  in  the  emergency  room  had  him  X-rayed  and  had 
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insight  enough  to  say  that  there  was  something  unusual  about  his  knee,  and 
we  ought  to  get  him  to  an  orthopedic  surgeon  as  soon  as  possible. 

We  went  to  an  orthopedic  surgeon  who  examined  him  and  said  there  was 
nothing  unusual,  that  probably  he  had  only  been  bitten  by  a mosguito  and 
felt  a little  pain.  He  suggested  that  we  might  come  back  in  2 weeks  if  the 
problem  persisted.  Meanwhile,  our  boy  was  still  in  pain  and  still  crying. 

Although  I had  received  what  should  have  been  fine  medical  advice,  I 
was  dissatisfied.  Fortunately,  I had  a personal  friend  who  happened  to  be 
a physician.  We  borrowed  the  original  X-rays  and  went  to  this  doctor.  With 
the  help  of  a radiologist,  we  concluded  that  there  was  something  seriously 
wrong  with  his  knee  and  we  were  referred  to  another  orthopedic  surgeon  who 
promplty  decided  that  we  should  be  dealing  with  a rheumatologist. 

Almost  completely  by  accident  then,  because  I happened  to  have  had  a 
physcian  friend,  we  were  led  to  what  was  probably  the  best  course  of 
action  for  parents  who  have  a child  with  rheumatoid  arthritis.  I can 
imagine  how  many  parents  without  this  good  fortune  go  for  a long  time 
without  having  any  idea  what  their  child  is  suffering  from. 

My  first  suggestion  then  to  the  Commission  is  that  money  be  spent  to 
develop  better  testing  procedures  for  detecting  rheumatoid  arthritis  and 
for  training  physicians  to  spot  arthritis  when  they  see  it. 

Our  problems  are  nowhere  near  being  solved  even  now  that  we  are  in 
touch  with  one  of  the  finest  pediatric  rheumatologists  in  the  world.  We 
find  that  even  now  diagnois  is  not  all  that  certain  and,  even  if  it  were, 
there  is  hardly  anything  like  adeguate  treatment  available  to  relieve  my 
son's  pain.  I further  suggest  to  this  Commission  that  a great  deal  of 
research  is  needed  into  the  treatment  of  rheumatoid  arthritis  in  children. 

Finally,  although  I am  sure  that  my  child  is  receiving  the  best 
available  treatment  right  now,  I feel  that  his  chances  for  improvement 
would  be  greater  if  Houston  had  a center  devoted  exclusively  to  the 
treatment  of  children  with  arthritis.  Although  we  try  to  provide  physical 
therapy  for  him  at  home  and  we  will  be  working  to  prepare  him 
psychologically  for  the  problems  he  will  encounter  later  in  life,  a center 
could  provide  even  better  therapy  and  more  thorough  guidance,  counseling 
and  rehabilitative  measures. 

ENGLEMAN:  Thank  you  very  much,  Mr.  Elgohary.  I gather  that,  if  you 
had  your  choice,  you  would  like  to  see  us  emphasize  the  need  for  research 
and  for  the  availability  of  services  to  children  with  arthritis.  Is  that 
correct? 

ELGOHARY:  That  is  correct. 

ENGLEMAN:  Mrs.  Garza,  would  you  have  any  other  particular,  strong 
reguest  that  you'd  like  to  make  of  this  Commission? 

GARZA:  Well,  I don't  think  it's  emphasized  enough.  As  lay  people  what 
can  we  say?  We  see  our  children  hurting.  We  would  want  something  right 
away.  We  know  it  hasn't  been  done.  Apparently,  this  disease  has  been 
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around  for  ages  and  ages  and  we  have  never  gotten  anywhere.  Now  the 
children  are  sc  young  they  really  cannot  tell  us  how  they  feel.  Everybody 
is  just  kind  of  in  a closed-in  room  not  able  really  to  tell  us  anything, 
and  you  can  imagine  parents  at  home  trying  to  figure  out  what  to  do  with 
children  that  are  hurting,  not  knowing  if  it's  one  thing  or  another, 
sleepless  nights,  everything  like  that.  So  I think  that  the  most 
important  thing  would  be  research,  and  I think  Mr.  Elgohary  said  it  in  a 
perfect  way.  I'm  not  that  competent  to  tell  you  what  it  is.  You  know 
exactly  what  a parent  goes  through  if  you're  a parent  and  so  in  children 
growing  up,  going  to  school,  having  the  other  children  looking  at  them  not 
doing  the  things  that  they're  supposed  to  be  doing.  Certainly,  there's 
not  that  much  more  I can  say. 

ENGLEMAN:  Let's  call  on  Misty.  Misty,  what  would  you  like  to  see 
happen?  What  would  you  like  to  see  us  try  to  do? 

MATHEWS:  I'd  like  to  see  some  research  done  for  kids  so  that  they  can 
take  their  own  drugs  instead  of  having  to  take  adult  drugs. 

ENGLEMAN:  Mrs.  Melich. 

MELICH : I'd  like  to  ask  this  gentleman  here  what  your  feelings  are 
about  school  and  how  these  children  are  getting  any  kind  of  training  at 
all.  I noticed  your  son  was  about  7 or  8 — or  is  he  older  than  that? 

ELGOHARY:  He's  10  years  old. 

MELICH:  What  adjustment  have  they  had  for  schooling  for  these 
children?  How  do  you  work  that  out? 

ELGOHARY:  We  have  a problem  in  the  first  year  in  the  school.  He  has 
to  be  compatible  with  his  classroom  and  all  the  exercises  they  make.  They 
have  a very  good  program.  They  have  to  play  football,  and  they  have  to 
play  baseball,  and  he  is  dying  to  do  the  same  thing.  And  I wrote  a letter 
to  the  school,  and  I got  a letter  from  Dr.  Brewer  that  he  should  not 
participate  in  P.  E. , but  the  school  teacher  and  the  school  staff  resisted 
this  approach  for  some  social  reason.  I don't  know,  people  may,  they  may 
have  a problem  of  that  nature.  Some  people  do  not  like  their  children  to 
participate  in  all  activities.  I found  resistance  from  the  school  to 
cooperate. 

I went  to  school  and  I talked  to  the  principal  and  I talked  to  the  P. 
E.  teacher.  The  P.  E.  teacher  is  a member  of  th$  family  gathering  of 
this,  what  we  call  our  group.  Family  Group  of  Arthritis  Children.  This 
particular  teacher,  we  talked  to  her,  we  invited  her,  and  she  is  now  a 
member  of  this  group.  She  is  attending  every  meeting.  She  is  helping  us 
and  the  school  to  take  care  of  these  children. 

In  this  particular  school,  we  have  three  children.  We  found  out  from 
this  problem  that  we  have  three  children  in  the  same  school,  elementary 
school.  We  gave  them  a little  training  bike  because  the  knee  problem  and 
the  muscle,  I mean  the  joints,  the  best  thing  is  to  exercise  in  a certain 
way  but  not  in  a rough  way,  and  not  to  participate  in  the  P.  E.  and  the  P. 
E.  teacher  is  cooperating  with  us.  This  kind  of  activity  cannot  come  on 
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itself;  the  school  must  know  that  the  child  is  sick.  They  don’t  know 
about  the  sickness.  They  never  heard  about  it  and  they  never  knew  what 
the  complication  was  about  it.  We  didn’t  know  either  as  parents. 

And  therefore,  we  need  some  education,  not  only  through  the  medical 
society  but  also  through  the  teaching  society  where  this  problem  is,  and 
maybe  there  are  many  children  of  the  same  kind  that  they  have  not  found 
their  problem,  what  it  is.  I wonder  how  many  there  are.  I would  have 
been  in  the  same  position  today  if  I didn't  have  a friend  of  mine  to  sit 
all  night  long  with  a radiologist,  a friend  of  mine,  too,  to  discuss  every 
little  thing  on  the  X-ray.  And  because  I have  a little  understanding  of 
what  they  are  saying,  not  medically,  but  academically,  so  to  speak,  I 
could  discuss  and  ask  questions  and  come  up  with  some  kinds  of  ideas.  How 
many  parents  have  this  opportunity?  Therefore,  the  problem,  the  answer  to 
your  question,  is  that  the  school  needs  some  direction,  needs  some  help 
and  nobody  can  do  it  except  this  Commission  and  the  people  who  know  about 
it.  We  must  educate  the  society  to  all  aspects  of  this  disease. 

LEWIS;  This  is  the  first  time  I have  heard--and  I am  also  a former 
physical  education  teacher,  whereby  you  are  utilizing  people  in  the 
physical  education  field  who  have  had  courses  in  what  they  call  adaptive 
physical  education,  which  means  they  adapt  a program  to  meet  the  needs  of 
the  child  as  a result  of  conferences  with  doctors.  At  first  I was  a 
little  amazed  that  you  said  that  your  child  was  not  to  take  P.  E.  and  then 
you  clarified  it  by  saying  later  that  the  child  really  is  taking  P.  E.  but 
it's  a type  of  physical  activity  that  is  geared  to  the  needs  of  the  child 
with  his  particular  disability. 

ELGOHAFY:  That's  correct.  The  need  of  a certain  child  for  P.  E.  is 
different  than  the  other  child.  Especially  for  this  disease  because  it 

affects  the  joints. 

ANTHROP:  ‘.Either  one  of  you  could  answer  this.  How  has  the  social 
worker  worked  with  you  in  this  parent  group,  or  with  your  child? 

ELGOHARY:  The  social  worker  working  with  us,  if  I may  answer--the 
social  worker  in  this  field  worked  with  us  in  only  two  positions;  either 
in  the  office  during  the  therapy  session  or  in  these  family  meetings  which 
we  make  1 night  every  month.  And  we  ask  questions.  That's  where  we  have 
the  psychological  and  social  interface,  through  this  meeting. 

ANTHROP:  But  do  you  ever  have  individual  counseling  from  her? 

ELGOHARY:  We  do  not  have  counseling,  and  we  could  not  even  have  the 
facility  to  get  the  children  together  because,  as  we  heard  before,  that  it 
is  very  good  to  have  the  psychological  problem  of  the  parents  solved  when 
they  sit  together  and  talk  about  their  problems,  but  the  problem  is  not 
only  the  parent's.  The  children--we  have  a problem  getting  these  children 
together  to  expose  each  one's  experience  to  the  other  and,  by  this,  they 
can  help.  We  did  not  get  this  help  until  now.  We  do  not  know  how  to  do 
it.  It's  very  difficult  to  achieve  it. 

ANTHROP:  The  reason  I'm  asking  you  this  is  for  the  input  of  the  social 
worker.  I have  found  that  many  of  the  social  workers  just  like  to  work 


4-249 


Houston,  Texas 


December  10,  1975 


within  their  office  and  really  don't  relate  to  the  real  problems  of  the 
patients  and  the  patients,  therefore,  don't  tell  the  social  worker  what  is 
really  bothering  them.  And  I think  if  she  could  have  more  rapport  with 
the  patients  perhaps  they  could  give  better  help  in  that  accord. 

MATHEWS:  Well  now  I'm  sure  you  know  that  there's  a shortage  of  social 
workers  in  all  aspects.  We  have  Miss  Tally  who  works  with  the  crippled 
children,  Texas  Children's,  and  I think  out  of  the  goodness  of  her  heart 
she  comes  to  our  group  meetings.  I think  it  would  be  a little  unjust  just 
to  say,  "Give  us  a one  to  one  treatment."  She  is  not  able  to.  Miss  Tally, 
are  there  any  more  social  workers  in  your — 

TALLY:  There's,  well,  okay  I work  for  Texas  Children's  but  that's  for 
the  hospital,  and  anybody  that's  admitted  to  the  hospital  on  doctors 
referral — and  most  of  the  patients  and  the  patients  testifying  today  are 
seen  privately  in  Doctor  Brewer's  office--and  if  they  express  approval 
then  they  could  be  referred.  But  I don't  work  specifically  with 
outpatient  clinics  at  Texas  Children's. 

MATHEWS:  May  I interject  something  here?  As  you  can  understand,  Mr. 
Elgohary  is  pretty  well  versed  and  he  has  been  able  to  put  across  to  you 
what  we  want  him  to.  I don't  know  what  this  lady  beside  me,  her  husband 
does  or  anything,  but  I can  tell  more  or  less  that  the  people  that  are 
here  are  able  to  pay  a doctor  on  a private  basis.  I am  sure  there  are 
many,  many  children  in  the  Houston  area  that  don't  even  know  what  it  is 
that  they  have,  who  are  not  able  to  get  to  a place  where  they  can  get  help 
and,  if  they  do,  they  are  not  able  to  pay  for  these  facilities.  If 
research  is  done,  if  there's  any  way  that  they  can  get  some  statistics  on 
these  children.  I'll  bet  you  that  you  will  have  a bigger  and  a greater 
amount  of  patients  that  Dr.  Brewer  couldn't  possibly  see.  It's  incredible 
but  I know  of  other  instances  with  children  that  have  had  the  same  things 
that  my  little  one  has  and  the  doctor  is  not  able  to  take  them  or  they  are 
not  able  to  go  to  a doctor  to  be  taken  care  of. 

ENGLEMAN:  Dr.  Pol ley. 

POLLEY:  Well,  I just  want  to  say  that  we  have  been  all  over  the 
country  and  most  of  the  places  where  we've  been,  they  don't  even  have  one 
child  specialist  in  rheumatic  diseases.  I appreciate  the  fact  that  you're 
in  a shortage  area,  tut  I think  you  should  appreciate  the  fact  that  you 
have  one  of  the  best,  and  one  of  the  few,  and  most  people  don't  even  have 
any. 

GARZA:  We  are  very  glad  of  that  and  thank  God  for  him  and  thank  God 
that  you  are  here  listening  to  us  and  I think  it's  through  Him  that  you're 
here  listening  to  us.  Hopefully  the  other  children  will  get  the  same 
treatment  that  we're  getting. 

ENGLEMAN:  Dr.  Batchelor. 

BATCHELOR: I would  just  like  to  point  out  to  the  group  here  that  our 
visit  to  Houston  marks  what,  the  10th — 

ENGLEMAN:  The  11th. 
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BATCHELOR:  --or  11th  of  our  public  hearings.  It  happens  to  be  the 
last.  And  I think  it's  very  appropriate  that  the  exchange  that  we've  just 
had  here  should  underline  what  to  me  is  the  most  memorable  feature  of 
these  hearings,  and  that  is  the  enormous  educational  force  of  interested 
parents  like  yourself.  The  law  can  do  a certain  amount,  the  professional 
groups  can  do  a certain  amount,  but  when  an  interested  group  of  parents 
get  together;  something  doesn't  seem  to  be  going  right,  you  reach  in,  you 
find  a teacher  of  physical  education  and  you  can  tell  them  the  way  nobody 
else  can.  Keep  up  the  good  work. 

ELGOHARY : I think  that's  very,  very  good  and  very  encouraging.  But  I 
would  like  to  stress  the  point  that  we  need  help, help  to  do  the  things 
we're  doing,  and  help  to  educate  the  rest  of  the  people  should  come  from 
some  level  of  your  Commission  and  up. 

BATCHELOR:  Believe  me,  we  hear  you  and  we're  going  to  try. 

ELGOHARY:  Thank  you  very  much. 

ENGLEMAN:  Mrs.  Melich. 

MELICH : May  I tell  you  that  you  are  not  alone.  I'm  on  the  education 
committee.  There  is  a pediatric  rheumatologist  on  our  education 
committee.  We  have  gone  through  this  very  thoroughly  and  I happen  to 
represent  the  patient  and  the  family  on  this  Commission,  so  I'm 
particularly  interested  in  getting  all  of  the  input  here  today.  However, 
one  of  the  things  I would  like  to  tell  you  also  is  that  we  are  advocating 
a particular  type  of  individual  who,  when  the  person  is  brought  to  the 
doctor's  office,  will  represent  the  patient  in  the  sense  that  he  will  be 
able  to  relate  to  him.  It  could  be  a man  or  a woman,  of  course,  in  a 
consulting  sort  of  way  to  appreciate  the  emotional  and  psychological 
problems  of  the  patient  and  the  family.  So  we  are  saying,  let  us  have 
this  individual  who  will  be  the  bridge  from  the  doctor's  diagnostic  part 
to  take  care  that  he  doesn't  overstep,  in  other  words.  But  this  person, 
hopefully,  will  be  trained  and  will  be  able  to  fill  this  gap  which  we  feel 
is  definitely  needed.  Eut  it  will  be  just  a bridge  to  the  allied  health. 
In  other  words,  it  will  help  with  financial  and  social  and  all  of  these 
other  things,  but  only  on  a limited  basis.  I think  you  might  find  this  is 
going  to  be  an  interesting  thing  and,  hopefully,  all  of  you  will  feel  that 
this  Commission  is  doing  its  best  job  to  see  that  all  of  these  different 
parts  are  going  to  be  fulfilled. 

ELGOHARY:  Thank  you.  Mrs.  Melich,  I'd  like  to  ask  you  a guestion?  Is 
this  person  going  to  work  the  parent-physician  problem  or  the  parent- 
patient-  physician  problem? 

MELICH:  No,  It's  a person--we  don't  know  yet  how  it's  going  to  come 
out.  I just  happened  to  suggest  this.  No,  it'll  be  all  three.  The 
doctor  will  see  the  patient  first,  and  then  he  will  make  an  appointment 
through  the  patient  advocate,  as  I'm  calling  it,  to  see  the  patient  and 
family.  And  then,  in  an  informal  setting,  this  person  will  talk  over  with 
the  patient  and  family  what  the  doctor  has  suggested  and  then  this  is  just 
a bridge.  Don't  get  me  wrong,  this  has  not  been  approved  yet.  This  is  my 
thing. 
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ELGOHARY : I know.  Thank  you  very  much. 

ENGLEMAN:  Are  there  any  other  questions  that  any  of  you,  any 
witnesses,  would  like  to  ask  at  this  time?  Mrs.  Anthrop  has  just 
suggested  that  I remind  everybody  that  there  is  provision  for  study  of 
children  with  arthritis,  types  of  arthritis  in  the  Arthritis  Act  so  that 
we  have  every  reason  to  be  optimistic.  I should  take  this  opportunity, 
also,  to  emphasize  to  our  audience  that  we  have  not  yet  been  given  any 
funds  for  the  fulfillment  of  our  plan.  The  Arthritis  Act  was  given  an 
authorization  for  a substantial  amount  of  money,  but  there's  a far  cry 
between  authorization  and  appropriation,  and  the  charge  to  the  Commission 
is  to  come  up  with  a plan  which,  hopefully,  will  be  so  attractive  to 
Congress  and  to  the  Administration  that  they  will  approve  it  and  will  fund 
it.  But  it  will  certainly  be  very  helpful  in  this  process  if  you  and  your 
friends  will  help  us  in  writing  to  your  congressman  at  the  appropriate 
time  concerning  the  importance  of  the  appropriation  for  the  fulfillment  of 
this  plan.  Thank  you  very  much. 


VOICE:  Dr.  Engleman? 

ENGLEMAN:  Yes. 

VOICE:  I would  like  to  add  this  is  an  election  year  coming  up. 

ENGLEMAN:  May  we  call  on  the  next  group  of  witnesses  now.  Barbara 
Rocco,  Ed  Easley.  And  while  they're  coming  up.  Dr.  Brewer,  may  I ask  you 
what  is  the  current  prevalence,  approximately  how  many  children  do  you  see 
in  1 year  with  rheumatoid  arthritis?  I mean  new  patients? 

BREWER:  I think  the  last  count  was  about  225  new  patients  with  JR A. 
The  point  is  taken,  though,  that  maybe  one  in  four  children  that  have 
rheumatic  complaints,  meaning  they  have  pain  in  the  joints  or  symptoms 
referable  to  the  skeletal  system  will  have  JRA.  Another  three  will  have 
something  else  and  so  it's — 

ENGLEMAN:  Something  else,  you  mean  some  organic  disease  that  is 
musculoskeletal? 

BREWER:  Or  some  other  condition. 

ENGLEMAN:  You  mean  200  to  250  new  patients  with  juvenile  rheumatoid 

arthritis? 

BREWER:  This  isn't  Houston.  This  would  be  from  a fairly  large  area. 

ENGLEMAN:  Right.  What  is  your  understanding  of  the  current  figure  on 
the  number  of  JRA's  in  the  country? 

BREWER:  I think  it  varies  with  whether  the  Arthritis  Foundation  is 

gathering  money  cr  not.  I don't  know  that  we  have  a set  number.  I would 
like  to  know.  .1  think  it  is  more  common  than  rheumatic  fever,  maybe 
several  times.  The  only  percent  data  we  have  is  the  retrospective  study 
that  was  done  by  our  classification  committee.  And  of  230  patients  seen 
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by  7 or  8 centers  in  this  country  in  a short  period  of  time  that  had  any 
rheumatic  complaint,  130  had  JRA  and  100  had  something  else,  and  it  was  in 
that  figure  but  I think  that's  too  low.  And  I would  think  that  there  are 
several  hundred  thousand  children  in  the  United  States  with  JRA.  I think 
there  would  be  two  times  that  number  with  something  else.  It  means  that 
we  don't  know  what  that  something  else  is,  or  they  have  various  infectious 
diseases  that  would  give  arthritis  symptoms. 

ENGLEMAN:  And  you  say  it's  much  more  common  than  rheumatic  fever? 

BREWER:  Yes.  Even  by  a study  it  was  six  times  more  common  over  the 
country  and  in  cur  own  area  here.  Rheumatic  fever  is  unusual  enough  that 
we  have  grand  rounds  at  our  hospital  sometimes  if  the  disease  is  seen. 
Some  years  we  see  more  than  others,  as  you  know,  when  strains  of 
streptococcus  are  in  the  community  that  are  more  harmful. 

ENGLEMAN:  Thank  you.  Barbara  Rocco. 


TESTIMONY  CF 
BARBARA  ROCCO 
PATIENT,  CHAIRMAN 

CAPITOL  AREA  DIVISION,  ARTHRITIS  FOUNDATION 

ROCCO:  For  3 years  I have  been  a member  of  the  Capitol  Area  Division 
of  the  Arthritis  Foundation.  During  this  time,  I have  conducted  or 
attended  many  public  information  meetings  in  regard  to  arthritis.  During 
these  meetings,  T had  the  opportunity  to  talk  to  a large  number  of  people 
who  are  arthritis  victims  or  are  family  members  of  someone  with  the 
disease.  I also  answer  the  Arthritis  Foundation  telephone  in  my  home.  I 
feel  I have  talked  to  a cross  section  of  people  in  this  area  of  Texas. 

I can't  help  but  feel  a little  guilty  about  telling  all  these  people 
that  they  can  no  doubt  lead  a more  productive  and  less  painful  life  if 
they  would  seek  doctors  who  were  qualified  to  treat  arthritis.  The  guilty 
feeling  comes  because  I know  full  well  that  there  are  a limited  number  cf 
doctors  who  are  qualified  to  treat  patients  with  arthritis.  I feel  guilty 
because  many  patients  tell  me  they  are  not  able  to  afford  the  proper 
treatment  and  must  continue  to  spend  their  lives  in  pain  and  suffering, 
with  no  hope  of  ever  feeling  better. 

Why  is  so  little  emphasis  put  on  solving  the  problems  of  thi.' 
incurable  disease?  Surely  in  this  day  of  modern  medicine  it  should  not  be 
necessary  to  see  people  wasting  away  in  wheelchairs  simply  because  so  mar/ 
people  think  there  is  nothing  you  can  do  about  arthritis.  We  need  to 
shout  it  from  the  rooftops  for  all  to  hear,  "You  can  do  something  about 
arthritis."  Then  we  must  be  able  to  direct  all  who  ask  just  where  they  can 
go  to  seek  help;  those  who  can  afford  the  best  treatment,  and  those  who 
can  afford  very  little. 

Is  not  this  country  rich  enough  in  compassion  for  our  fellow  man  that 
each  one  of  us  should  want  to  see  the  devastating  results  of  this  cripplei 
reduced? 
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Does  not  every  American  realize  that  the  TOTAL  ANNUAL  ECONOMIC  IMPACT 
due  to  arthritis  is  over  $10  billion?  What  a waste  of  money!  Would  not 
this  money  be  better  spent  for  those  patients  who  are  so  ill  they  cannot 
work,  or  those  who  find  it  necessary  to  work  on  an  erratic  schedule?  With 
the  proper  treatment,  many  patients  would  be  able  to  return  to  a fully 
productive  life  as  a contributing  member  of  our  society. 

In  a clinic  type  situation,  under  the  watchful  eye  of  a trained 
specialist,  many  patients  can  be  taught  the  steps  necessary  to  reverse  the 
trend  of  their  disease.  Families  could  be  taught  how  they  can  assist  the 
patient  in  leading  a more  comfortable  life.  We  must  begin  giving 
arthritis  patients  hope  instead  of  allowing  them  to  despair.  What  a 
wonderful  thing  it  would  be  if  there  were  some  clinics  on  this  side  of  the 
border! 

As  a patient,  I find  it  rather  disconcerting  to  realize  that  I,  as  a 
volunteer,  must  work  hard  in  order  to  obtain  monies  to  fund  our  research 
projects.  Very  obviously  the  answer  to  arthritis  suffering  lies  in 
finding  the  cure,  but  why  must  we  wait  for  individual  nickel  and  dime 
projects  to  support  research?  This  is  a worldwide  health  problem.  Can't 
the  United  States  be  the  worldwide  leader  in  conguering  this  disease? 
Only  v/ith  sufficiently  supported  research  programs  can  this  happen. 

Oh  for  the  day  the  headlines  will  read,  "ARTHRITIS  CURE  DISCOVERED." 
Will  it  be  in  my  lifetime?  Dear  Lord,  I pray  it  will. 

ENGLEMAN:  Thank  you,  Mrs.  Rocco.  Any  guestions  from  members  of  the 
panel?  You've  asked  for  support  for  research  and  for  creation  of  clinics. 
Do  you  want  to  place  your  emphasis  on  either  of  those,  or  do  you  think 
they  should  be  equally  supported? 

ROCCO:  Well,  I realize  that,  like  I said,  research  is  the  true  answer. 
We  have  to  realize  that,  in  the  meantime,  there  are  many  of  us  who  do  need 
care  and  do  need  to  feel  better  until  that  cure  is  found.  So,  I really  do 
think  the  clinics  are  terribly  important  at  this  time  both  for  newly 
diagnosed  patients  and  for  people  who  have  been  suffering  a long  time.  I 
think  it's  very,  very  important  that  centers  be  established  to  care  for 
these  people,  to  teach  them  how  to  live  more  comfortably.  I know  this  can 
be  done.  You  see  me  as  I am  now  simply  because  I have  been  fortunate 
enough  to  be  able  to  afford  the  services  of  a rheumatologist.  However,  4 
years  ago  I could  hardly  move.  Climbing  steps  was  a great  effort.  Doing 
anything  in  the  home,  driving  was  with  great  effort.  I now  am  at  the 
point  where  I can  do  almost  anything  I wish  to  to,  and  this  is  what  I want 
to  tell  everybody.  If  you  are  under  the  care  of  a qualified  physician  and 
do  as  he  tells  you,  chances  are  you  will  again  be  able  to  live  a pretty 
comfortable  life. 

ENGLEMAN:  We'll  now  call  on  Mr.  Easley. 
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TESTIMONY  OF 
JAMES  EDWARD  EASLEY 
EXECUTIVE  DIRECTOR 

HOUSTON  CHAPTER,  ARTHRITIS  FOUNDATION 

EASLEY:  My  name  is  James  Edward  Easley  and  I am  the  Executive  Director 
of  the  Texas  Gulf  Coast  Chapter  of  the  Arthritis  Foundation.  My  remarks 
this  morning  are  directed  toward  three  needs  that  I perceive  as  a result 
of  answering  hundreds  of  inquiries  by  arthritis  sufferers.  We  receive,  at 
the  chapter  office  each  year,  more  than  100,000  requests  either  by 
telephone  or  mail,  for  information  and/or  requests,  for  doctors'  names. 
These  requests  are  made  by  people  who  have  arthritis  or  who  are  vitally 
concerned  about  a friend  or  relative  who  has  arthritis. 

The  three  outstanding  needs  expressed  are: 

(1)  The  need  for  information  regarding  the 

(2)  The  need  for  more  medical  doctors  to  treat  those  patients  who  are 
experiencing  pain;  and 

(3)  The  need  for  more  extensive  research  into  the  cause  of  arthritis. 

I feel  much  of  the  educational  and  informational  needs  can  be  met  by 
providing  funding  for  a kroader  educational  approach  than  is  presently 
being  used. 

We  who  work  with  the  Arthritis  Foundation  at  best  do  not  do  an 
adequate  job  of  educating  the  public  as  to  what  is  available  and  the 
progress  that  has  been  made  in  treatment  ever  the  past  few  years.  Most  of 
the  chapters  are  short-staffed  and  are  only  able  to  provide  information 
and  doctor  referral  services  to  those  who  ask.  No  program  exists  that 
will  seek  out  arthritis  sufferers  and  acquaint  them  with  adequate 
information.  In  the  meantime,  in  this  section  of  the  country,  thousands 
of  people  are  being  treated  in  the  Mexican  border  clinics.  Many  of  these 
same  people  would  probably  not  seek  treatment  and  care  at  the  border 
clinics  if  they  knew  of  the  medical  advances  being  made  in  this  country. 
A dire  need  exists  to  make  funds  available  for  such  things  as  community 
surveys,  mass  distribution  of  informational  materials,  public  forums  and 
quality  media  presentations. 

It  was  pointed  out  at  the  1974  Texas  Governor's  Conference  on 
Arthritis  that  more  than  1 million  people  suffering  with  arthritis  serious 
enough  to  need  a doctor's  care  reside  in  Texas;  however,  there  are  only  16 
rheumatologists  who  treat  adults  and  2 pediatrician-rheumatologists  in  the 
State.  I do  net  know  what  number  of  arthritis  and  rheumatic  disease 
researchers  there  may  be;  however,  I suspect  there  are  far  too  few.  We 
know,  however,  there  are  many  medical  schools  with  no  department  of 
rheumatology.  This,  to  me,  is  shameful,  particularly  in  view  of  the 
million  plus  people  suffering  from  the  pain  and  crippling  effects  of 
arthritis.  Money,  influence  and  dedicated  leadership  is  needed  if  every 
medical  school  is  to  have  a rheumatic  disease  department. 
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I suggest  that  funding  be  rade  available  for  arthritis  centers  in 
which  research  can  be  carried  on,  both  into  the  causes  of  arthritis,  as 
well  as  research  in  the  testing  of  drugs  that  can  be  used  to  treat  the 
juvenile  rheumatoid  patient.  Though  I do  not  know  the  correct  figures  and 
numbers  of  researchers,  I would  dare  say  that  the  field  of  arthritis  and 
rheumatic  diseases  contains  fewer  working  researchers  than  many  other 
diseases  that  affect  a much  smaller  segment  of  our  country's  population. 
We  all  know  that,  generally  speaking,  arthritis  does  not  kill  and,  as 
such,  it  does  not  always  appear  to  be  as  dramatic  as  some  of  the  diseases 
that  are  known  killers.  However,  I would  be  hard  put  to  get  a rheumatoid 
arthritis  sufferer  to  agree  that  arthritis  and  its  effects  are  not 
dramatic.  I believe  that  each  of  you  honorable  men  and  women  on  this 
Commission,  as  well  as  the  millions  of  arthritis  sufferers  in  this 
country,  know  that  arthritis  is  dramatic — that  not  enough  is  known  about 
it  and  that  our  research  efforts  must  be  intensified;  that  qualified 
doctors  are  needed;  that  centers  for  caring  for  large  numbers  of  patients 
are  needed  and  that  people  who  are  in  pain  now  need  help  now. 

ENGLEMAN:  Thank  you  very  much,  Mr.  Easley.  Any  questions?  I guess 

not. 

EASLEY:  I have  two  statements  here  I'd  like  to  read.  One  from 
Congressman  Bob  Eckhardt  and  one  from  Representative  Barbara  Jordan. 
They've  asked  me  to  read  these  in  their  absence.  The  first  is  from 
Congressman  Bob  Eckhardt. 


TESTIMONY  OF 
CONGRESSMAN  BOB  ECKHARDT 

DELIVERED  BY  JAMES  EDWARD  EASLEY,  EXECUTIVE  DIRECTOR 
HOUSTON  CHAPTER,  ARTHRITIS  FOUNDATION 

"I  appreciate  this  opportunity  to  express  my  views  on  a few  of  the 
many  unmet  needs  in  the  field  of  arthritis  research  and  treatment. 
Although  enactment  of  the  National  Arthritis  Act  of  1974  is  a great 
accomplishment , it  is  only  one  small  step  toward  our  goal  of  eliminating 
the  disease  of  arthritis. 

"Arthritis  is  one  of  the  oldest  known  diseases  to  afflict  men,  yet  we 
still  do  not  know  its  causes,  nor  have  we  discovered  a cure  for  the 
numerous  conditions  generally  called  arthritis. 

"There  exist  many  myths  and  misconceptions  among  the  general 
population  about  arthritis,  and  these  are  attributable  mainly  to 
ignorance.  I consider  the  need  for  education  to  be  among  the  most 
pressing  concerns  in  the  field  of  arthritis  research  and  treatment.  I 
found  the  statistics  available  on  the  effects  of  the  disease  alarming. 
For  example,  of  the  approximate  5 million  Americans  with  rheumatoid 
arthritis,  the  majority  are  between  the  ages  of  20  and  45,  and  some  are 
afflicted  from  early  childhood.  I believe  that,  if  the  public  were  aware 
of  the  devastating  effects  of  arthritis  on  people  of  all  ages,  they  would 
be  moved  to  urge  their  State  and  Federal  representatives  to  act  in 
improving  conditions  for  victims  of  the  disease. 
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"Even  more  important  than  the  need  to  educate  the  public,  in  my 
opinion,  is  the  need  for  patient  education  regarding  care,  outlook  and 
treatment  of  the  disease.  Some  progress  is  being  made  in  this  area.  In 
Texas,  a number  of  self-help  groups  have  teen  formed  in  the  past  year 
which  give  arthritis  victims  an  opportunity  to  meet  with  others  who  share 
their  dilemma.  Many  seemingly  small  things  can  be  done  to  relieve  the 
suffering  of  those  with  arthritis,  and,  although  separately  these  may 
appear  insignificant,  when  applied  together  they  can  bring  substantial 
comfort  to  those  with  the  disease. 

"Information  atout  the  prospects  for  continued  employment  should  be 
readily  available  to  those  arthritis  patients  who  must  continue  to  work. 
Retraining  is  possible  for  many  patients,  and  part-time  employment  becomes 
a new  way  of  life  for  countless  others  who  might  have  chosen  to  remain 
inactive.  Of  course,  implicit  in  the  attempt  to  retrain  arthritis  victims 
is  that  they  will  be  reaccepted  by  their  employers.  One  serious  problem 
faced  by  arthritis  victims  is  the  inability  of  their  employers  to  grasp 
the  limited  consequences  of  the  disease  as  far  as  job  efficiency  is 
concerned.  Employer  education  must  therefore  go  hand-in-hand  with  the 
reeducation  of  employed  arthritis  patients. 

"One  major  concern  I have  which  is  related  to  patient  education  is  the 
amount  of  money,  time  and  hope  wasted  each  year  in  miracle  cures  and 
hoaxes.  Charlatans  and  quacks  exploit  arthritis  sufferers  at  the  cost  of 
over  $400  million  a year  for  misrepresented  drugs,  devices  and  treatments. 
These  are  for  the  most  part  ineffective,  and  some  are  often  dangerous. 

"I  suppose  to  those  who  have  never  experienced  the  excruciating  pain 
of  rheumatic  disease  or  have  never  known  someone  who  suffers  from  the 
disease,  it  is  difficult  to  understand  hew  one  falls  prey  in  such  obvious 
hoaxes.  One  woman  afflicted  with  arthritis  once  said,  "No  one  dies  of 
arthritis,  but  oh  how  they  sometimes  wish  they  would."  Perhaps  that 
statement  best  explains  why  the  arthritis  sufferers  are  the  most  exploited 
of  all  disease  victims  in  the  country. 

"Public  and  patient  education  is  only  one  means  of  alleviating  some  of 
the  discomfort  and  pain  associated  with  arthritis,  but  it  is  an  extremely 
important  one. 

"As  of  now,  we  have  no  cure  for  this  tragic  disease.  Therefore, 
acceptance  and  understanding  for  its  victims  are  mandatory  if  they  are  to 
be  able  to  lead  productive,  satisfying  lives." 
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TESTIMONY  CF 

CONGRESSWOMAN  BAREARA  JORDAN 
DELIVERED  BY  JAMES  EDWARD  EASLEY,  EXECUTIVE  DIRECTOR 
HOUSTON  CHAPTER,  ARTHRITIS  FOUNDATION 

"Mr.  Chairman,  in  its  report  accompanying  the  National  Arthritis  Act, 
the  Senate  Committee  on  Labor  and  Public  Welfare  pointed  out  three 
significant  facts  about  arthritis: 

"First:  'Over  50  million  Americans  have  some  form  of  arthritis. 
Twenty  million  suffer  from  arthritis  severely  enough  that  they  seek  a 
physician's  help.' 

"Second:  'While  the  cost  in  human  pain  and  suffering  is  great,  the 

cost  in  economic  terms  to  the  Nation  in  medical  and  lost  wages  is 

estimated  at  over  $9.2  billion.' 

"And  finally:  'The  cause  of  arthritis  is  not  known.' 

"The  purpose  of  this  hearing  is  to  determine  the  amount  of  funds  which 
should  be  allocated  to  expenditures  authorized  by  the  National  Arthritis 
Act.  Pending  in  a joint  conference  of  the  House  and  Senate  is  the  Fiscal 
1976  appropriation  bill  for  the  Department  of  Health,  Education,  and 
Welfare,  including  the  National  Institute  of  Arthritis,  Metabolism  and 
Digestive  Diseases.  The  house  has  appropriated  $173.9  million  for  Fiscal 
1976  and  the  Senate  has  appropriated  $176.9  million.  I cannot  anticipate 
the  exact  amount  of  funds  which  will  be  approved  by  the  conferees,  but  I 

do  know  that  it  will  net  be  less  than  that  approved  by  the  House  of 

Representatives. 

"The  question  then  occurs  on  the  portion  of  the  appropriated  funds 
which  should  be  allocated  to  fulfill  the  goals  and  objectives  of  the 
National  Arthritis  Act.  As  a guide  in  establishing  the  level  of 
authorized  funds  which  could  be  appropriated  under  the  Act,  the  House  and 
Senate  looked  to  the  1972  report  of  the  Arthritis  Foundation.  In  its 
report  the  foundation  set  forth  six  specific  goals  for  future  arthritis 
research: 

I.  Identification  of  a possible  viral  agent  as  the  cause  of 
arthritis . 

II.  Pinpointing  of  the  involvement  of  the  immune  system  in  the 

chain  reaction  process  which  leads  to  rheumatoid  arthritis. 

III.  Clarification  of  the  mechanisms  of  inflammation, 

the  first  major  manifestation  of  most  forms  of  arthritis. 

IV.  Broadening  of  joint  replacement  by  design  of  joints  other  than 
the  hip,  experimentation  with  new  materials,  and  development  of 
improved  anchorage  techniques. 

V.  A definitive  definition  of  cartilage,  especially  its  mechanical 
structure  and  the  manner  in  which  articular  cartilage  repairs 
itself. 
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VI.  Epidemiological  studies  of  rheumatoid  arthritis,  systemic  lupus, 
and  osteoarthritis  to  compare  characteristics  of  arthritis 
population  to  those  of  nonarthritics,  and  to  explain  higher 
mortality  rates  of  rheumatoid  arthritis  population. 

"Because  the  Congress  thought  the  goals  of  the  Arthritis  Foundation 
report  were  valid  when  setting  the  level  of  authorized  funds  in  the  Act,  I 
believe  the  amount  of  funds  allocated  by  the  Commission  should  closely 
resemble  the  full  level  of  authorized  funds:  $18  million  for  Fiscal  1976 
and  $21  million  for  Fiscal  1977.  To  do  any  less  would  be  to  compromise 
the  congressionally  sanctioned  goals  set  out  in  the  1972  Arthritis 
Foundation  Report. 

"The  Houston  medical  community  has  long  placed  a high  priority  on 
arthritis  research.  I look  forward  to  working  with  the  National 

Commission  and  the  Arthritis  Foundation  to  guarantee  that  arthritis 
research  continues  to  be  a high  priority  in  Houston." 

ENGLEMAN:  Well,  I must  say  those  messages  from  Represtatives  Eckhardt 
and  Jordan  are  welcome  to  the  ears  of  the  Commission  and  I would  urge  you 
to  see  to  it  that  these  messages  are  published  in  the  public  media,  and  I 
hope  that  the  members  of  your  community  will  remind  Representatives 
Eckhardt  and  Jordan  when  the  time  comes  to  support  the  recommendations  of 
this  Commission  in  the  fulfillment  of  an  arthritis  plan.  I also  want  to 
be  sure  that  the  committee  understands  that  although  $ 170-plus  million  are 
awarded  to  the  so-called  Arthritis  Institute,  actually  arthritis  is  only  1 
of  9 or  10  disciplines  of  categoric  diseases  in  that  institute,  and 
perhaps  no  more  than  10  or  11  percent  of  those  funds  actually  are 
earmarked  for  arthritis.  Thank  you  very  much.  We'll  now  call  on  Doctors 
Smiley  and  Persellin  and,  well,  I think  we'll  stop  there.  Dr.  Smiley. 


TESTIMONY  OF 
J.  DONALD  SMILEY,  M.D. 

UNIVERSITY  OF  TEXAS 
HEALTH  SCIENCE  CENTER 

SMILEY:  Ladies  and  gentlemen  of  the  Arthritis  Commission: 

I represent  Dr.  Morris  Ziff  and  myself  as  representatives  from  the 
University  of  Texas  Health  Science  Center  in  Dallas.  We  would  like  to 
support  and  endorse  the  goals  of  the  National  Arthritis  Act.  We  would 
particularly  like  to  support  the  arthritis  research  centers  which  would  be 
based  in  medical  schools  and  which  would  have  as  their  primary  functions 
the  educational  specialist  in  rheumatology  and,  also,  the  carrying  out  of 
research  on  the  cause  and  the  treatment  of  the  various  forms  of  arthritis. 

We  believe  that  our  combined  experience  as  members  of  the  Rheumatic 
Diseases  Unit,  in  the  case  of  Dr.  Ziff,  at  New  York  University  and  then  by 
Dr.  Ziff  and  myself  at  the  University  of  Texas  Southwestern  Medical  School 
in  Dallas  qualifies  us  to  make  constructive  suggestions  of  practical 
importance.  These  relate  to  the  effective  use  of  available  personnel  in 
the  pursuit  of  the  goals  of  the  National  Arthritis  Act.  I think  the 
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number  of  qualified  people  to  train  rheumatologists  is  limited  within  this 
country  and  the  number  of  people  who  have  the  ability  to  give  good  patient 
care,  in  other  words,  trained,  practicing  physicians  in  rheumatology  is 
very  limited.  We  want  to  be  very  careful  in  the  course  of  our 
deliberations  not  to  overload  these  already  often  busy  people.  So  I think 
we  should  make  maximum  use,  or  practical  use,  of  the  available  trained 
personnel.  These  suggestions  that  we  make  today  relate  to  the  effective 
use  of  these  available  personnel  in  the  pursuit  of  the  goals  of  the 
National  Arthritis  Act. 

Over  the  years  the  Dallas  Rheumatic  Disease  Unit  has  trained  over  80 
rheumatologists.  I might  say  that  only  four  of  these  people  have  remained 
in  Texas.  Many  of  these  trainees  occupy  positions  at  medical  schools  here 
and  in  other  countries  in  which  they  are  responsible  for  training 
thousands  of  medical  students  and  house  staff  officers  in  the  diagnosis 
and  treatment  of  patients  with  arthritis.  In  addition,  many  of  these 
trainees  are  now  coordinators  of  excellent  research  efforts  related  to  the 
cause  and  treatment  of  the  arthritis  problem.  Even  a well  developed 
rheumatic  disease  unit  of  the  type  that  we  represent  is  limited  in  what  it 
can  contribute.  Particularly,  the  vagaries  of  Federal  funding  over  the 
last  5 years  has  produced  a serious  fluctuation  in  financial  support.  I 
illustrate  this  by  our  own  experience. 

Even  though  we  have  a large  unit  and,  I believe,  a highly  competent 
group  of  people,  3 years  ago  we  were  unfunded,  both  Dr.  Ziff  and  myself, 
in  our  Federal  grants  for  a period  of  6 months.  At  that  time,  we  had  a 
number  of'  personnel  that  left  our  unit.  We  were  threatened,  in  effect, 
with  closing  down  one  of  the  significant  arthritis  training  units  in  the 
United  States  because  of  lack  of  funding,  because  of  so-called  approved 
but  not  funded  characteristics  of  the  Federal  funding  aparatus. 

It  is  our  hope  that  the  designated  arthritis  centers  that  are  in  this 
Act  would  take  into  consideration  the  necessity  for  considerable  advance 
planning  for  the  training  of  rheumatologists,  for  the  careful  execution  of 
good  research,  and  for  coordinated  efforts  at  general  physician  education. 
It  is  our  hope  that  a ludget  figure  in  the  range  of  $200,000  per  arthritis 
research  center  would  be  considered  on  a long  term  basis.  If  eventually 
this  were  expanded  to  cover  all  of  the  medical  schools  that  exist  in  the 
United  States,  this  would  be  a figure  in  the  range  of  about  $20  million 
total.  It  is  not  an  unreasonable  figure  considering  the  necessity  of  this 
type  of  training  that  we've  heard  this  morning. 

This  type  of  base  support  would  minimize  the  fluctuations  which  have 
added  so  much  uncertainty  to  the  operation  of  a rheumatic  diseases  unit. 
Committments  to  postdoctoral  trainees  and  expanded  physician  training 
efforts  must  often  be  made  a year  or  more  in  advance  and  these  have  been 
abruptly  terminated  or  initiated  with  so  little  advance  notice  that  waste 
or  impossible  expectations  are  generated  on  the  basis  of  past  funding 
efforts.  The  implementation  of  the  National  Arthritis  Act  should  include 
safeguards  to  avoid  the  basic  lack  of  long  range  policy  which  has 
characterized  the  hodgepodge  funding  in  the  past,  well  meaning  as  it  has 
been. 
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Provision  also  for  the  training  of  practice  oriented  physicians  in 
rheumatology  as  well  as  academic  and  research  oriented  postdoctoral 
fellows  should  be  stressed.  In  the  past  the  requirement  for  research 
justification  for  virtually  all  funding  discouraged  acceptance  of  highly 
qualified  clinicians  for  training  in  rheumatology  under  research  training 
grants.  Some  provision  for  both  types  of  training  should  be  made  under 
this  Act.  Thank  you. 


ENGLEMAN:  Thank  you  very  much.  Dr.  Smiley.  Any  questions  from  the 
members  of  the  panel?  Yes,  Mrs.  Melich. 

MELICH : I'd  like  to  know  how  you  go  about  training  the  doctors  that 
are  out  in  the  field  right  now  in  rheumatology.  What  sort  of  system  would 
you  use? 

SMILEY:  We  believe  that  all  physicians  are  interested  in  increasing 
their  knowledge.  So  called  postgraduate  type  of  education — and  we  have, 
fortunately,  through  Federal  funding,  which  is  being  phased  out  through 
the  Regional  Medical  Program- — been  able  to  carry  out  some  postgraduate 
courses,  not  only  in  our  medical  school  but  at  other  places.  For  example, 
we  recently  completed  one  of  these  courses  November  21st  and  22nd  of  this 
year  in  which  48  physicians  from  our  area  of  north  Texas  attended  a 
concentrated  2 day  postgraduate  course.  This  was  designed  to  bring  them 
up  to  date  on  the  later  methods  of  care.  These  48  people  came  from  many 
different  cities  in  our  area  and,  even  though  they  are  not  designated  as 
rheumatologists,  they  have  the  primary  responsibility  of  care  for  patients 
in  their  area  since  there  are  no  practicing  rheumatologists  in  most  of 
these  communities.  Probably  the  magnification  aspect  of  this  type  of 
physician  training  is  a feature  which  would  be  best  carried  out  by  highly 
trained  people,  but  in  a manner  that  would  not  overtax  their  already 
limited  time.  And  that's  what  I think  we  would  like  to  approach  with  the 
concentration  - of  our  effort  on  certain  centers  that  would  allow  these 
highly  trained  people  to  do  research  and,  at  the  same  time,  pass  on  the 
results  of  that  research  to  the  practicing  physician  community. 

ENGLEMAN:  Dr.  Eatchelor. 

BATCHELOR:  I'm  very  interested  to  hear  from  Dr.  Smiley's  perspective 
of  the  problems  created  by  some  of  the  vagaries  of  Federal  funding  over 
the  last  couple  of  years.  The  provision  of  research  training  through  NIH 
funds  has  been  a particular  interest  of  mine  over  the  last  10  years  with 
the  Arthritis  Institute,  and  it  was  just  3 years  ago,  about  this  time  of 
year,  that  we  first  learned  of  the  very  likely  prospect  that  we  would  no 
longer  be  in  a position  to  make  these  awards  as  a result  of  executive 
decision.  I bring  up  this  bit  of  history  because  perhaps  a point  of 
clarification  is  in  order.  NIH  continues  to  regard  research  training  as  a 
primary  part  of  its  mission,  and  what  is  very  much  to  the  point  here,  is 
that  the  Congress  also  sees  it  that  way  and  has  taken  special  steps  over 
the  past  year  to  pass  new  legislation  to  protect  that  training  authority 
of  NIH.  So,  goodness  knows,  they're  doing  their  best  to  provide  some 
stability  in  this  area.  The  next  point  I want  to  make  is  that  the  present 
law,  the  Arthritis  Act,  is  not  designed  by  Congress  and  is  not  in  any  way 
concerned  with  the  provision  of  research  training  support.  There  isn't  a 
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line  in  the  act  that  gets  down  to  the  nuts  and  bolts  of  research  training. 
The  interesting  feature  of  the  Act,  however,  is  the  second  feature  that 
Dr.  Smiley  dealt  with,  namely  the  problems  of  providing  support  for  the 
training  of  those  in  health  care.  And  the  wording  of  the  Act  deals  not 
only  with  the  health  professionals,  the  M.D.'s,  but  also  the  allied  health 
professions.  So  this  is  an  area  that  will  receive  considerable  attention. 
The  research  training  area.  Dr.  Smiley,  I hope  will  be  a bit  less  chaotic 
than  it  has  been.  Our  views  on  this  are  very  close. 

ENGLEMAN:  I thank  you.  Dr.  Smiley.  May  we  now  hear  from  Dr. 
Persellin? 


TESTIMONY  OF 

ROEFRT  H.  PERSELLIN,  M.D. 

PROFESSOR,  HEAD  OF  RHEUMATOLOGY 
UNIVERSITY  OF  TEXAS,  SAN  ANTONIO 

PERSELLIN:  Thank  you.  Dr.  Engleman.  Ladies  and  gentlemen  of  the 
Commission: 

First  of  all  I'd  like  to  compliment  Dr.  Smiley  on  his  excellent 
remarks  and  certainly  second  my  feeling  of  the  excellence  of  the  Dallas 
program.  I did  do  some  training  there. 

Surely  everyone  gathered  here  today  is  well  aware  of  our  pressing 
national  need  to  expand  arthritis  research,  training  and  education.  No 
one  is  satisfied  with  our  present  abilities  to  handle  most  patients  with 
rheumatic  diseases.  Of  the  many  areas  that  I feel  need  attention,  I have 
chosen  to  use  my  time  before  your  Commission  to  emphasize  the  need  for 
more  thorough  physician  education.  I hope  that  this  will  allow  the 
Commission  to  better  formulate  specific  recommendations  for  the  long  range 
plan  against  arthritis. 

New  knowledge  is  essential  but  even  now  there  exists  a substantial 
body  of  information  relating  to  the  diagnosis  and  treatment  of  the  various 
rheumatic  disorders.  And  current  arthritis  research,  though  inadequately 
funded  at  this  time,  is  continually  adding  to  our  knowledge  of  these 
disorders.  But  the  awareness  of  pathophysiology,  of  diagnostic  methods 
and  of  effective  therapies  has,  in  general,  developed  only  in  the  past  10 
to  20  years.  Unfortunately,  most  physicians  now  in  practice  were  trained 
prior  to  the  development  of  this  arthritis  awareness.  To  magnify  this 
deficit,  many  traditional  medical  schools  with  fixed  curricula  allowed 
their  medical  students  very  few  contact  hours  for  arthritis  teaching 
during  their  4 years  of  medical  school  education.  Too  many  schools  even 
lack  an  arthritis  specialist  on  their  faculty.  It  is  no  wonder, 
therefore,  that  many  of  today's  primary  physicians  completed ■ their  medical 
educations  without  a solid  background  in  rheumatology. 

Attempts  at  postgraduate  education  have  met  with  some,  though  limited, 
success.  Presentations  of  new  advances  in  rheumatology  and  the 
dissemination  of  recent  developments  have  reached  some  of  the  busy 
practitioners.  It  is  my  impression  that  too  few  are  reached  in  this 
manner.  Changes  in  the  field  will  come  more  readily  in  response  to 
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patient  demand.  In  this  regard,  a heightened  patient  awareness  of 
arthritis  information  such  as  that  currently  sponsored  by  the  Regional 
Medical  Program  Arthritis  Project  has  made  it  more  mandatory  for  the 
practicing  physician  to  update  his  knowledge  of  changes  in  the  discipline. 
But,  again,  the  impact  has  not  been  great  enough.  The  problem  is  that 
many  of  today' s practicing  primary  care  physicians  left  training  centers 
poorly  eguipped  to  do  battle  with  arthritis.  And  efforts  to  update  him 
have  met  with  very  modest  success. 

I suggest  that  the  Commission  emphasize  in  their  recommendations  the 
need  for  strong  rheumatology  teaching  programs  in  each  medical  school  in 
this  country.  The  undergraduate  medical  student  will  be  more  receptive  to 
this  information  than  an  overworked  practicing  doctor.  When  the 
discipline  of  rheumatology  is  placed  on  an  equal  footing  with  other 
medical  disciplines,  one  that  is  justifiably  deserved  on  the  basis  of 
numbers  and  magnitude  of  patients'  problems,  then  tomorrow's  practicing 
physicians  will  be  better  prepared  to  diagnose  and  treat  the  problems  they 
will  encounter.  Also,  they  will  be  more  receptive  to  updating  and 
refresher  courses  if  they  have  a firm  foundation  in  pathophysiological 
processes.  Even  today  there  is  still  an  embarrassingly  large  number  of 
medical  schools  in  our  country  without  rheumatology  faculty  members.  In 
some  of  our  schools,  including  those  with  active  rheumatic  disease  units, 
too  few  student  contact  hours  for  the  purpose  of  arthritis  education  are 
permitted.  For  the  specifics  of  intramural  arthritis  teaching  in  our 
Nation's  medical  schools,  I refer  the  Commission  to  a survey  conducted  by 
Dr.  Howard  Polley  for  The  Arthritis  Foundation  5 years  ago.  In  that 
report  the  deficiencies  are  detailed,  and  an  update  is  being  prepared  by 
the  Commission's  education  work  group  and  will  soon  be  completed.  I 
suggest  that  the  long  range  plan  of  the  Commission  include  an  appropriate 
emphasis  on  expanding  our  medical  undergraduate  teaching  of  the  rheumatic 
diseases.  This  will  help  provide  a physician  population  more 
sophisticated  in  the  use  of  the  already  available  body  of  information  on 
arthritis  diagnosis  and  treatment. 

Finally,  I should  like  to  recommend  that  the  training  of  specialists 
in  rheumatology  also  be  supported.  In  many  parts  of  our  country,  and  in 
all  parts  of  Texas,  there  is  a paucity  of  trained  specialists  in  rheumatic 
diseases  available  for  assisting  patients  with  complicated  problems. 

It  is  my  hope  that  the  Commission  will  recommend  training  programs  for 
rheumatology  fellowships  and  will  emphasize  the  need  for  adequate 
education  for  undergraduate  medical  students  in  the  rheumatic  diseases. 
Thank  you. 

ENGLEMAN:  Thank  you.  Dr.  Perseilin.  I heard  Dr.  Polley' s name 
mentioned.  Perhaps  Dr.  Polley  would  like  to  defend  himself. 

POLLEY:  Well,  I really  don't  have  anything  to  say  other  than  what  Dr. 
Perseilin  has  already  referred  to.  I think  we're  all  aware  of  the 
critical  shortage  and  I think  that  maybe  some  of  the  people  here  who  are 
not  doctors  might  be  interested  to  know  that  one  way  in  which  we  can 
accomplish  more  broadly  based  education  of  the  undergraduate  physician  as 
well  as  the  graduate  physician,  but  particularly  the  undergraduate 
physician,  is  to  direct  the  emphasis  of  the  medical  school  curriculum  to 
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chronic  disease  and  use  arthritis  as  a prototype  in  the  teaching  of  that 
type  of  different  discipline,  if  you  will.  Most  of  the  hospitals  and  most 
of  the  medical  curricula  nowadays  are  oriented  towards  acute  illness,  as 
many  of  you  already  know  only  too  well,  I'm  sure.  But  we're  aware  of 
this,  and  I think  the  changes  are  underway. 

ENGLEMAN:  Dr.  Batchelor. 

BATCHELOR:  Dr.  Persellin,  I listened  with  particular  interest  as  you 
alluded  to  the  problem  of  reaching  the  physician  who  is  already  nominally 
past  the  training  stages,’  and  as  you  know  very  well  from  your  own  interest 
in  this  area,  the  concern  we  all  have  about  the  lead  time.  If,  indeed,  we 
could  reach  all  the  students  in  school  today,  this  would  be  great.  That's 
one  important  attack.  But  there  is  this  broad  concern  that  if  we  wait 
until  they  reach  the  field  of  their  expertise--then  we  are  faced  with  a 
rather  long  period  and  I just  wondered,  do  you  want  to  make  something 
here,  put  something  on  the  record  that  says,  here  we  have  been  trying 
this,  and  so,  we  are  convinced  that  it  won't  work,  or  what?  Could  you  go 
a little  more  detailed  about  this  aspect  of  the  postgraduate  training  of 
those  in  practice? 

PERSELLIN:  Well,  Dr.  Batchelor,  I welcome  the  opportunity  to  make  a 
few  more  comments.  I think  what  we're  doing  is  something  at  the  present 
time.  But  I really  would  like  to  look  forward  to  the  future,  and  this  is 
a problem  that  cannot  be  solved  today.  We're  making  attempts,  and  I think 
they're  valid  attempts,  and  the  program  conducted  by  Dr.  Smiley  at  Dallas 
last  month  and  attended  by  43  physicians  is  an  excellent  attempt.  But  you 
know,  an  interesting  thing  about  that  is  I attend  many  of  these  programs 
and  participate  in  some.  I see  the  same  faces.  The  same  interested 
practicing  physician  group  makes  appearances  and  there 're  vast  numbers  of 
people  in  practice  that  I don't  see.  We  only  reach  an  interested  few.  I 
think  that  one  of  the  reasons  that  we  hear  so  many  of  our  patients 
(inaudible) , and  if  we  can  train  these  people  from  day  one  in  medical 
school,  and  I'm  certain  Dr.  Polley  will  acknowledge  that  this  is  possible, 
especially  in  a new  medical  school,  then  we're  more  likely  to  help  the 
patient  of  tomorrow.  I think  that  the  Commission  should  see  that  medical 
schools  who  receive  funds  through  the  National  Arthritis  Act  be  strongly 
encouraged  to  develop  expanded  rheumatology  curricula. 

BATCHELOR:  Dr.  Smiley,  I believe  you've  had  some  experience  with  going 
to  satellite  hospitals.  I think  I heard  Dr.  Ziff  telling  me  something  of 
the  efforts  there  at  Dallas.  Do  I have  this  right?  Do  you  care  to 
enlarge  on  this? 

SMILEY:  Yes,  that's  right.  We're,  of  course,  very  interested  in 
postgraduate  education  of  physicians,  and  we've  gone  out  to  six 
communities  outside  of  the  Dallas  area.  And  one  of  these  was  in  Tyler, 
Texas,  which  is  a town  of  about  180,000  in  east  Texas.  They  have  one 
rheumatologist  in  this  community.  He  follows  8,000  patients  and  he  is 
booked  so  that  you  can't  get  an  appointment  to  see  him  for  more  than  7 
months  in  advance.  And  at  that  community  we  had  600  people  who  came  to  a 
public  forum  and  then  we  participated  in  a training  program  for  40 
physicians.  These  included  general  practitioners,  pediatricians, 
osteopathic  physicians  and  so  forth  and  they  participated  in  a 3-day 
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course  on  rheumatology  which  I believe  was  effective,  and  the  physicians 
participating  felt  was  an  effective  way  of  updating  their  knowledge  about 
rheumatology.  But,  of  course,  much  more  is  needed.  I might  make  one 
additional  comment:  that  is,  that  the  time  available  to  physicians  within 
medical  schools  is  extremely  limited  and  this  kind  of  outreach  to 
postgraduate  training  has  its  natural  limit  depending  upon  available 
personnel. 

ENGLEMAN:  Mrs.  Melicb. 

MELICH:  I'd  like  to  ask  either  of  you,  or  both,  whichever,  have  you 
ever  thought  of  using  satellite  training  for  remote  areas  for  continuing 
education?  This  is  something  that  we're  doing  in  a minor  way,  not  for 
doctors  but  for  emergency  medical  training  in  Utah,  and  I know  there  is 
quite  a lot  of  interest  right  now  in  this  particular  idea,  where  you  can't 
leave  your  particular  practice  and  yet  by  having  maybe  a terminal  for 
satellite  training  within  a hospital  or  something  like  that.  Would  you 
answer  that,  please? 

SMILEY:  Yes,  I think  that  that  is  a worthwhile  approach.  At  the 
University  of  Texas  Medical  School,  the  Health  Science  Center  in  San 
Antonio,  we  conduct  biweekly  teleconferences  that  reach  106  hospitals  in  a 
6-state  area,  and  it's  estimated  that  1,024  physicians  on  the  average 
listen  to  those  biweekly  teleconferences.  And  you  can  be  assurred  that 
arthritis  gets  at  least  its  fair  share  of  those  teleconferences. 

MELICH:  That  sounds  hopeful.  Thank  you. 

ENGLEMAN:  Thank  you  very  much,  Drs.  Smiley  and  Persellin.  What's 
that? 

BATCHELOR:  Bob,  before  you  go,  do  you  have  some  data  of  the  results  of 
evaluation  of  these  satellite  programs  that  you  could  submit  to  the 
Commission  for  our  benefit? 

PERSELLIN:  As  a matter  of  fact,  the  Regional  Medical  Program  of  Texas, 
with  their  very  expert  staff,  has  compiled  this  information  and  we'll  see 
that  the  Commission  receives  a copy.  And  Dr.  Homer  Goehrs  will  be 
speaking  before  the  Commission  later  today  about  this  topic. 

ENGLEMAN:  May  I ask  Dr.  Weaver  to  step  forward. 
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TESTIMONY  OF 
FRANK  WEAVER,  M.D. 

DIRECTOR  OF  PUBLIC  HEALTH  EDUCATION  AND  PUBLIC  AFFAIRS 
EAYLOR  COLLEGE  OF  MEDICINE 

WEAVER:  Dr.  Engleman,  ladies  and  gentlemen  of  the  Commission: 

We  at  Baylor  College  of  Medicine  are  delighted  to  have  an  opportunity 
this  morning  to  visit  with  you  to  discuss  an  expanded  program  in  arthritis 
research,  patient  care  and  training.  Dr.  Joseph  Merrill,  our  Executive 
Vice  President,  had  originally  hoped  to  be  here  this  morning  but, 
unfortunately,  he  was  called  away  from  the  office.  I am  Director  of 
Public  Health  Education  and  Public  Affairs  at  Baylor  College  of  Medicine 
and  have  been  asked  to  replace  him  in  testifying  before  you  this  morning. 

Arthritis  has  every  right  to  claim  our  attention.  It  affects  some  20 
million  Americans  and  is  second  only  to  heart  disease  in  disabling  people. 
To  make  matters  worse,  we  do  not  know  its  cause  and,  therefore,  have  no 
effective  cure.  In  human  terms  we  see  arthritis'  toll  on  a seventh  grade 
boy  who  cannot  take  part  in  sports.  On  the  4-year-old  who  has  to  learn  to 
walk  for  the  second  time,  and  on  the  52-year-old  woman  who  cannot  grasp  a 
pencil  or  turn  out  a light.  Despite  these  sad  facts,  our  national 
committment  to  help  is  not  what  it  ought  to  be.  As  a nation  for  arthritis 
training,  research  and  teaching,  we  allocate  less  than  1 percent  of  the 
estimated  $9.2  billion  the  disease  costs  us  annually  in  medical  bills  and 
lost  work  days.  Here  in  Texas  only  20  physicians  are  engaged  full  time  as 
arthritis  specialists  treating  the  disease.  Pediatricians  specializing  in 
arthritis  are  even  fewer  and  the  general  public  considers  arthritis  to  be 
a disease  of  the  aged. 

In  the  Nation's  allocations  of  resources  to  train  physicians  and  to 
establish  treatment  facilities,  we  have  been  especially  negligent  in 
pediatric  rheumatology.  With  all  the  advances  of  20th  century  medicine, 
aspirin  remains  the  most  reliable  pain  reliever.  The  efficacy  and  safety 
of  other  potentially  helpful  drugs  have  not  been  systematically  evaluated. 
Baylor  College  of  Medicine  advocates  a strong  research  program  against 
arthritis  and  endorses  the  centers  concept  to  coordinate  basic  and 
clinical  research  against  arthritis. 

The  center  should  emphasize  education,  not  only  of  medical  students, 
practicing  physicians  and  allied  health  professionals,  but  the  patients 
themselves,  their  families  and  the  general  public.  The  primary  goal  of 
such  a center  is  to  improve  patient  care.  The  undergraduate  medical 
student  is  regularly  taught  about  the  major  rheumatic  diseases  in  adults 
and  children.  This  teaching  continues  for  interns  and  residents. 
However,  fellowship  support  is  needed  to  develop  physicians,  who,  after 
being  well  grounded  in  internal  medicine  and  in  pediatrics  will  become 
specialists  in  rheumatology. 

Practicing  physicians  should  be  taught  to  become  more  expert  in 
diagnosing  and  treating  the  arthritis  patient.  They  are  the  teachers  for 
their  own  patients  who  look  to  them  for  guidance  in  the  management  of 
these  chronic  and  disabling  diseases. 
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A center  brings  together  other  specialists  involved  in  the  management 
of  arthritis:  cardiologists,  opthalmologists,  rehabilitation  specialists 
and  orthopedic  surgeons.  It  develops  teams,  including  nurses,  physical 
therapists,  rehabilitation  counselors,  social  workers,  and  laboratory 
technologists  who  collectively  work  to  rehabilitate  patients.  The  center 
develops  home  treatment  programs  and  self-help  groups  so  that  the  patients 
and  their  families  participate  in  the  management  of  their  disease  with  a 
much  better  understanding  of  its  many  ramifications. 

Research  must  be  expanded  as  rapidly  as  possible  to  determine  the 
cause  and  prevention  of  arthritis.  Work  on  new  orthopedic  implants  for 
the  hip,  knee  and  elbow  replacements  needs  to  be  continued  and  refined. 
Meanwhile,  we  will  continue  to  establish  reliable  treatment  to  relieve 
pain,  maintain  strength  and  function,  prevent  deformity  and  slow  or  halt 
the  progression  of  disease. 

Registries  need  to  be  developed  to  spell  out  criteria  for  these 
diseases  so  that  knowledge  can  be  pooled  nationally  to  look  for  patterns 
to  seek  answers  about  arthritis  that  will  not  be  available  otherwise.  We 
also  emphasize  the  need  for  a strong  public  health  education  program  to 
make  the  general  public  aware  of  the  implications  of  arthritis  and  to  make 
them  more  active  participants  in  the  management  of  this  disease.  With 
this  type  of  National  effort  this  major  disease  must  be  controlled  so  as 
to  minimize  its  claim  to  the  children  and  adults  alike.  Thank  you  very 
much. 

ENGLEMAN:  Thank  you.  Dr.  Weaver.  May  we  call  on  Keith  Ferrell? 


TESTIMONY  OF 
KEITH  FERRELL 

REPRESENTATIVE,  EL  PASO  BRANCH 
WEST  TEXAS  CHAPTER,  ARTHRITIS  FOUNDATION 

FERRELL:  An  otsession  for  numbers  and  quantity  seems  to  have  pervaded 
the  American  mind.  Numbers  seem  important  in  most  matters  and  have  now 
become  a basis  for  evaluation  of  some  medical  programs.  How  many  patients 
were  seen  or  how  many  persons  were  informed  seems  to  be  the  measure  of 
success  or  failure  of  some  medical  or  educational  outreach  programs. 

Numbers  are  necessary,  and  I do  not  mean  to  imply  that  their  use  is 
bad.  But  need,  quality,  and  results,  it  seems  to  me,  should  have  at  least 
equal  status  with  numbers. 

Our  own  Texas  Regional  Medical  Program  has  minimum  population 
requirements  for  areas  obtaining  services.  This  is  the  result  of  a real 
need  to  get  the  most  out  of  limited  finances  and  personnel.  It  is  not  a 
shortcoming  of  the  program  or  of  the  people  who  operate  it.  Yet,  the  very 
numerical  restrictions  designed  to  improve  this  medical  outreach  program 
eliminates  five  of  the  six  counties  served  by  the  West  Texas  Council  of 
Governments . 

I represent  an  area  of  Texas  which  has  a sparse  population  spread  over 
21,778  square  miles.  Thus,  I am  sensitive  to  both,  numbers  and  a dearth 
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of  them.  If  the  only  populous  county,  El  Paso,  were  eliminated  from  those 
6,  we  would  have  19,970  persons  living  in  20,724  square  miles,  a density 
of  less  than  1 person  per  square  mile. 

This  lack  of  population  concentration  does  not  ameliorate  the  need  of 
those  individuals  for  medical  attention.  General  health  services  are 
extremely  limited  in  the  area,  and  specialized  help  for  sufferers  of 
rheumatic  diseases  is  nonexistant  in  the  five-county  area.  I submit  to 
this  Commission  that  such  a complete  lack  of  help  for  arthritis  sufferers 
is  not  necessary. 

Two  of  the  six  counties  I represent  have  no  physicians.  I mean  not 
one  single  physician.  Two  have  a physician  to  population  ratio  of  about  1 
to  2,400.  Jeff  Davis  County's  sole  health  personnel  is  one  registered 
nurse. 

The  conventional  explanation  is  that  serving  a population  so  scattered 
is  not  practical  or  financially  feasible.  It  takes  too  much  of  finances 
and  health  personnel  to  serve  the  people,  no  matter  how  worthy  they  may  be 
of  help.  I sutmit  to  this  Commission  that  an  estimated  38,000  arthritics 
in  west  Texas  could  receive  immeasurable  help  for  a fraction  of  what  is 
spent  artificially  sustaining  the  life  of  just  one  human  vegetable.  I 
submit  to  this  Commission  that  the  medical  community  and  the  courts  have 
their  priorities  confused. 

Any  future  program  resulting  from  this  Commission's  findings  should, 
and  could,  include  outreach  education  for  the  layman,  the  physician  and 
the  allied  health  professional  on  the  care  and  treatment  of  the  arthritic. 

Even  the  area's  one  city,  El  Paso,  is  isolated  from  other  population 
centers,  suffers  from  an  acute  lack  of  knowledge  about  arthritis  on  the 
part  of  the  primary  care  health  professional. 

Two  rheumatologists  serve  not  only  a city  of  approximately  360,000, 
but  most  of  the  small  towns  and  rural  areas  of  west  Texas  and  New  Mexico 
within  a radius  of  200  miles.  These  dedicated  and  overworked  gentlemen 
find  themselves  in  a professional  vacuum.  They  need  and  want  professional 
consultant  services  related  to  chemotherapy.  They  need  and  want  the 
professional  consultant  services  of  a pediatric  rheumatologist.  They  need 
and  want  personnel  to  help  them  serve  the  patient  who  is  too  far  away  or 
who  is  physically  incapable  of  making  regular  trips  to  El  Paso.  They  need 
and  want  professional  education  programs  for  primary  care  physicians  so 
that  the  load  of  administering  prescribed  programs  of  treatment  for 
arthritics  can  be  shared  by  greater  numbers. 

When  a practicing  physician  in  1975  tells  a rheumatoid  arthritis 
victim  to  buy  himself  a wheelchair  and  a lifetime  supply  . of  aspirin, 
professional  education  is  needed.  When  a practicing  pediatrician 
maintains  that  rheumatoid  arthritis  in  a preschool  age  child  is 
impossible,  professional  education  is  needed. 

I ask  the  members  of  this  Commission  to  set  down  as  priority  items: 
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( 1)  The  professional  education  in  the  treatment  of  arthritis  of  the  few 
health  professionals  in  the  sparsely  populated  areas  of  west  Texas; 

(2)  The  availability  of  professional  consultation  services  in 

chemotherapy ; 

(3)  The  availability  of  professional  consultation  services  in  pediatric 
rheumatology;  and 

(4)  The  professional  education  in  the  treatment  of  arthritis  of  primary 
care  physicians. 

I thank  you  for  your  kind  attention. 

APPENDIX  TC 

TESTIMONY  OF  KEITH  FERRELL 


COUNTY 

AREA 
IN  SQ. 
MILES 

POP. 

POP. 
PER  SQ. 
MILE 

PHYS. 

RNs 

LVNs 

PHYS/POP 

RATIO 

COUNTY 

SEAT 

Brewster 

6,208 

7,780 

1.25 

8 

8 

1 1 

1/972.  5 

Alpine 

Culberson 

3,848 

3,429 

0.84 

2 

7 

2 

1/1714.5 

Van  Horn 

El  Paso 

1,054 

359,291 

340.88 

315 

780 

430 

1/1140.6 

El  Paso 

Hudspeth 

4,533 

2,392 

0.53 

0 

4 

0 

0/2392.0 

Sierra 

Blan 

Jeff  Davis 

2,258 

1,527 

C . 68 

0 

1 

0 

0/1527.0 

Fort 

Davis 

Presidio 

3,877 

4,842 

1.24 

2 

2 

0 

1/2421 

Marfa 

♦Based  on 

10  percent 

of  379. 

261  population 

in  6- 

county 

area. 

ENGLEMAN;  Thank 

you,  Mr. 

Ferrell . 

I think 

we'll 

call  on 

the  next 

witness  before  we  ask  for  questions.  Doris  Brumfield. 
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TESTIMONY  OF 
DORIS  BRUMFIELD 
MOTHER  OF  PATIENT 
EEAUMONT,  TEXAS 

BRUMFIELD:  Mr.  Chairman,  members  of  the  Commission: 

My  name  is  Doris  Brumfield  and  I'm  the  mother  of  a 22-year-old  son  who 
is  crippled  with  rheumatoid  arthritis.  I wish  Buck  could  be  here  to  talk 
to  you,  but  he's  unable  to  make  a trip  like  this  and  he  has  not 
emotionally  accepted  that  there's  anything  wrong  with  him.  So  he  doesn't 
like  for  people  to  see  his  physical  self.  So  you'll  have  to  listen  to  a 
very  emotional  mother. 

I have  heard  it  said  that  when  a woman  has  three  children  the  first 
one  scares  her,  the  second  one  she  has  learned  can  sleep  -just  as  well  with 
his  feet  dirty,  but  the  third  one  is  her  love.  Buck  is  my  third  child.  I 
would  not  say  that  I love  him  more  than  the  others,  but  I will  say  he  was 
more  loveable.  My  first  three  children  were  close  together,  a year 
between  them.  I watched  them  grow  tall  and  straight  and  healthy  to 
adults,  marry  and  have  children  of  their  own. 

Buck  was  always  the  outdoor  type.  He  loved  camping,  hiking,  swimming, 
hunting  and  fishing,  and  there  were  not  very  many  people  who  could  outdo 
him  on  water  skis.  He  worked  on  his  daddy's  farm,  long  hard  hours,  and  he 
is  still  paying  his  dues  to  the  International  Union  of  Operating  Engineers 
where  he  is  classed  as  a heavy  eguipment  operator. 

Last  October  (1974)  Buck  began  to  notice  stiffness  in  his  kness,  and 
after  a few  weeks,  pain  and  swelling  which  quickly  spread  to  every  joint 
in  his  body.  This  was  to  be  the  beginning  of  a year  that  has  been  like  a 
nightmare.  Do  you  know  what  it  is  like  to  watch  one  of  your  children  go 
from  160  to  80  pounds,  his  body  jerk  and  writhe  with  pain,  his  joints 
become  gnarled  and  twisted?  Unless  you  have  lived  through  it  with  someone 
close  or  been  a victim,  you  do  not  know.  You  probably  think,  like  I did, 
that  these  things  happen  only  to  other  people,  not  you. 

When  a person  you  love  very  much  is  this  ill  you  will  try  everything: 
the  usual  clinics  and  tests,  fad  diets,  psychics,  Mexico,  doctor  hopping 
and  the  old  standby,  prayer,  and  you  cry  a lot. 

My  son-in-law  was  recently  asked  to  contribute  a certain  percentage  of 
his  salary  to  the  United  Way.  He  said  he  read  down  the  list  of 
recipients:  Alcoholism,  YMCA , Girl  Scouts,  Boy  Scouts,  etc.,  etc.  He 
wondered  where  was  arthritis?  He  was  not  begrudging  help  for  other  health 
problems,  but  it  was  hard  to  understand,  when  it  is  obvious  that 
alcoholics  bring  their  illness  on  themselves,  and  it  seems  there  is  very 
little  you  get  through  the  Y's  and  Scouts  that  you  do  not  pay  for.  He 
knew  of  one  disease  that  had  ruined  the  health  of  a man  and  wrecked  normal 
life  for  a young  family.  Like  the  rest  of  us  he  was  wondering,  "When  are 
we  going  to  do  something  abcut  arthritis?" 

We  are  an  upp^r  middle  income  family,  paying  our  way  as  we  go,  trying 
not  to  be  a drag  on  society.  Although  Buck  is  now  receiving  complete 
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disability  through  Social  Security,  it  is  barely  enough  to  pay  minimum 
housing  and  food  needs.  His  medical  expenses  have  been  borne  by  his 
family.  We  are  not  complaining,  but  I shudder  to  think  how  much  a disease 
like  this  costs  the  citizens  of  the  United  States  when  a family  is  unable 
to  pay.  It  is  reasonable  to  think  that,  if  money  were  set  aside  for 
research  of  arthritis  and  a cause  and  cure  found,  it  would  save  all  of  us 
money  in  the  long  run,  not  to  mention  relieving  the  suffering  of  the 
victims. 

We  are  residents  of  Beaumont,  a city  of  some  115,000  inhabitants.  Our 
area  is  highly  urbanized  so  that  some  315,000  people  live  in  our 
metropolitan  statistical  area,  but  still  we  have  no  rheumatologist  nor 
arthritis  clinic  nor  any  special  facilities  to  treat  arthritis.  In  our 
area,  we  see  the  need  for  more  rheumatologists  and  for  some  incentive  to 
encourage  specialists  to  live  away  from  the  large  medical  centers. 

I hope  that  these  hearings  will  lead  to  more  intensive  research  that 
will  benefit  everyone  suffering  from  arthritis  and  more  specifically,  I 
hope  that  funds  for  rheumatology  fellowships  will  be  made  available  so 
that  cities  like  ours  will  someday  have  their  own  arthritis  treatment 
center.  Thank  you. 

ENGLEMAN:  Thank  you,  Mrs.  Brumfield.  Any  questions?  Dr.  Jenerick. 

JENERICK:  I don't  have  any  particular  questions,  except  to  really 
emphasize  for  the  record  the  difficulties  that  you've  just  expressed  here. 
The  distribution  of  trained  medical  manpower  into  some  of  the  areas  and 
counties  around  the  country  is  particularly  acute  and  really  represents  a 
pressing  problem.  It's  not  easy,  obviously,  for  many  patients  to  travel 
some  of  the  distances  required  to  seek  out  the  help  that  they  need,  and, 
at  the  same  time,  it's  not  easy  for  the  medical  schools  and  training 
programs,  as  I understand  it,  to  gear  themselves  up  to  produce  this  kind 
of  manpower.  The  input  of  young  students  into  medical  schools  each  year 
is  just  limited  by  the  available  spaces  and  that's  just  a fixed  number. 
There's  no  easy  way  to  physically  increase  that  because  of  the  large 
commitment  needed  in  facilities  and  personnel  to  undertake  their  training. 
So  consequently,  one  gets  to  the  point  where  one  has  to  consider,  perhaps, 
reshifting  physicians  from  one  specialty  to  another.  And  how  this  is 
accomplished  is  not,  again,  an  easy  task  because  the  individual  initiative 
and  interest  certainly  is  a ruling  factor  here. 

I would  hope  that  the  testimony  which  is  being  developed  here  and  at 
the  other  meetings  we've  been  to  will--let  me  back  up  a little  bit.  The 
thing  that's  impressed  me  is  the  similarity  of  problems  and  "complaint"  is 
not  the  right  word,  but  I would  say  a plea,  or  just  a statement  made  by 
people  in  many  different  parts  of  the  country  is  remarkably  consistent. 
In  the  far  southwest,  in  Tuscon  and  San  Diego,  again  we  heard  the  same 
issue  being  brought  up.  That  doctors  are  few  and  far  between  and  patients 
are  very  far  from  medical  help.  We  have  it  here,  as  you  brought  up.  It 
happens  in  the  far  northeast  where  everybody  figures  all  the  doctors  are 
living.  But  there,  too,  there's  a maldistribution.  I would  like  to 
correct  that  word.  Mai  comes  out  of  Latin.  It  means  bad.  It  means 
something's  wrong  with  it  and  it's  really  not  a maldistribution,  it's  just 
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that  there* re  too  few  trained  folks  to  spread  over  the  areas  where  the 
problems  develop. 

To  get  back  to  the  point  I was  making  for  the  record,  I would  hope 
that  the  consistency  in  the  testimony,  which  has  appeared  time  and  time 
again  in  different  cities  and  different  regions,  would,  perhaps,  focus 
some  attention  by  someone  for  sure  on  this  area.  Not  having  arthritis 
myself,  my  family  runs  to  high  blocd  pressure,  so  we  worry  about  other 
things.  In  fact  we  shouldn't  worry;  that's  better  on  our  blood  pressure. 
But  there  are  some  families  that  seem  to  be  involved  with  arthritis  and 
the  related  diseases,  and  they  seem  to  be  by  themselves  and  no  one  else 
seems  to  know  about  them.  I think  that's  just  unfortunate  and  I'm  so  glad 
to  see  all  you  people  coming  out  here  and  taking  time  off  from  your 
schedules  to  just  tell  your  story.  Thank  you. 

ENGLEMAN:  Er . Pol ley. 

POLLEY:  I'd  like  to  ask  Dr.  Weaver  a guestion.  I'll  start  out  by 
saying  I'm  not  sure  I understand  what  your  role  is  in  the  Medical  School 
as  a Director  of  Public  Health  Education,  but  what  are  you  doing  in  public 
health  education  for  arthritis? 

WEAVER:  At  the  present  point  in  time,  we  are  not  actively  engaged  in 
public  health  education  for  arthritis  and  that's  why  we're  here  this 
morning,  because  we  have  not  been  able  to  find  the  financial  stimulus  to 
allow  us  to  develop  public  health  education  programs  in  arthritis.  We  do 
have  a major  program  in  public  health  education  that  is  aimed  more  at 
developing  a methodology  for  the  systematic  distribution  of  information  to 
the  general  public  and  to  define  segments  of  the  public,  particularly  here 
in  the  greater  Houston  area.  We  are  trying  to  avoid  the,  what  we  call 
"disease  of  the  month,"  approach  to  health  education,  but  to  develop  a 
more  comprehensive  system  for  the  dissemination  of  health  information  and 
health  education.  Unfortunately,  we  are  very  much  dependent  upon  funding 
from  a number  of  agencies,  both  in  the  public  and  private  sector,  and 
therefore,  we  do  have  increased  emphasis  in  the  areas  of  cancer 
information  and,  specifically,  in  heart  information.  We  hope  to  broaden 
that  as  we  gain  the  increased  financial  support  of  other  organizations  and 
other  agencies  in  the  public  and  private  sector. 

POLLEY:  What  would  you  do  if  you  had  funding  and  how  much  funding 
would  it  take  to  do  it? 

WEAVER:  Well,  I can  give  you  one  example  of  what  we  are  doing.  We 
have  a program  in  cardiovascular  disease  public  health  education  right 
now.  And  that  is  a 5-year  program,  and  it  is  funded  at  the  level  of 
$132,000  a year  from  the  National  Heart  and  Lung  Institute.  It's  a grant 
to  Baylor  College  of  Medicine.  In  addition  to  that,  Baylor  College  of 
Medicine  is  investing  about  $60,000  a year  from  its  operating  budget.  In 
that  program,  what  we  have  done,  first  of  all,  is  to  conduct  a survey  to 
define  what  the  existing  attitudes,  levels  of  knowledge,  and  practices  of 
the  public  are  in  the  greater  Houston  area  with  respect  to  cardiovascular 
disease  and  its  major  risk  factors.  Secondly,  we  have  made  an  assessment 
of  what  we  called  our  "media  habits",  or  the  means  through  which  they  get 
health  information,  both  through  mass  media  as  well  as  through 
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interpersonal  media.  The  physician,  of  course,  being  most  noteable. 
Based  on  that  information  we're  defining  specific  programs  aimed  at  target 
populations  to  help  them  improve  their  own  health  behavior  with  respect  to 
cardiovascular  disease.  One  of  the  things  that  came  through  in  this 
survey,  for  example,  is  that  there  is  a tremendous  lack  of  knowledge  of 
how  to  respond  to  a sudden  cardiac  emergency.  We're  developing  a program 
now  in  cardiopulmonary  resuscitation  and  response  to  a cardiac  emergency 
that  will  become,  we  hope,  a model  in  community  education  that  will  be 
replicated  in  other  parts  of  the  country.  And  I think  that  gives  you  an 
example  of  our  approach  and  our  strategy  in  developing  these  programs. 

POLLEY:  That's  very  good.  If  you  had  $100,000,  do  you  have  the 
personnel  to  implement  the  program  for  arthritis? 

WEAVER:  Yes,  sir.  I think  we're  fortunate  in  Houston  in  that  we  have 
on  our  faculty,  both  full  time  in  our  clinical  faculty  here  at  Baylor 
College  of  Medicine,  some  outstanding  physicians  and  scientists  in  the 
area  of  arthritis  research  and  in  rheumatology.  I think  you  heard  from 
Dr.  Earl  Brewer  earlier  this  morning  who's  provided  a great  deal  of 
leadership  in  this  area  for  Baylor  College  of  Medicine.  Secondly,  I feel 
very  confident  in  the  skills  of  my  staff  and  their  ability  to  deal  with 
public  information,  public  education  and  communications.  We  have  brought 
together  at  Baylor  College  of  Medicine  a group  of  behavioral  scientists 
and  a group  of  skilled  communicators  and  educators  who  are  working 
collaboratively  in  the  area  of  designing  new  programs  in  public  health 
education.  So  yes,  sir,  I do  think  we  have  the  competence. 

POLLEY:  How  many  people  does  it  take  to  do  this  job? 

WEAVER:  Well,  right  now  we  have,  on  the  professional  staff  in  the 
public  education  program  full  time,  four  professionals  supported  by  a 
staff  of  three  semiprofessionals.  We  have  a group  of  behavioral 
scientists  now  that  number  five,  we  just  recruited,  who  provide  our  backup 
support  in  ' terms  of  helping  us  in  the  design  of  our  research  programs  to 
support  the  education  efforts.  So,  at  this  point  in  time,  we  have  nine 
full  time  professionals  who  are  involved  in  the  effort  at  Baylor.  We 
would  like  to  see  that  expanded  again  with  increased  financial  support. 

ENGLEMAN:  Dr.  Jenerick. 

JENERICK:  My  last  question  turned  out  to  be  a speech  dealing  with  the 
difficulty  of  patients  receiving  adequate  medical  attention,  and  I'm 
afraid  my  next  question  is  going  to  aggravate  that  because  it  deals 
directly  with  your  studies  on  how  potential  patients  receive  information. 
Could  you  tell  us  something  about,  briefly,  this  information  gathering 
effort  of  yours--the  communities  covered.  And  are  your  results  published? 
I think  it  would  be  extremely  helpful  for  the  Commission  to  have  such  a 
study. 

WEAVER:  Yes,  sir.  We  have  just  concluded  the  study  early  this  fall. 
We're  in  the  process  now  of  writing  a paper  for  the  New  England  Journal  of 
Medicine  which  we  hope  will  be  published  next  year.  So  it  has  not  as  yet 
been  published.  However,  the  data  from  the  study  is  available,  and  we 
would  be  most  happy  to  supply  the  data  from  that  study  to  this  Commission 
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if  you  would  find  it  useful.  The  study  was  done  in  the  greater  Houston 
area,  the  standard  metropolitan  statistical  area  of  Houston,  Harris 
County.  It  was  of  the  adult  population,  18  years  of  age  and  older,  so  it 
is  not  a broad  population  of  the  country,  but  I think  the  data  derived 
from  this  study  does  have  national  and  certainly  regional  implications. 
We  would  be  happy  to  furnish  this  Commission  with  any  and  all  data  from 
that  survey  which  was  conducted  in  this  year,  so  it  is  current  data. 

ENGLEMAN:  This  would  be  most  welcome.  We  appreciate  it  very  much. 
Ms.  Anthrop. 

ANTHROP:  Mrs.  Brumfield?  You  stated  that  your  son  would  not  accept 
his  condition  and  still  does  not  believe  it?  I would  just  like  to  say  to 
you  that  it  took  me  3 years  to  accept  it  and  I wouldn't  push  him.  In  time 
he'll  accept  it.  I was  wondering  what  type  of  counseling  he  is  receiving 
other  than  his  family. 

BRUMFIELD:  Not  any  right  now.  As  I said,  he's  not  accepting  it. 
Until  somebody  accepts  something  you  can't  counsel  them.  He's  been  just 
practically  a year  in  and  out  of  hospitals,  and  he  has  said  he'll  never  go 
back  into  another  hospital  ever  again.  So  he's  fortunate  to  have  one  of 
the  best  wives  in  the  world,  so  I can  really  thank  God  for  her.  She  has 
stood  by  him  and  nursed  him  and  loved  him  and,  you  know,  a man  sick  is  not 
the  easiest  thing  to  live  with  either.  So  she's  been  great. 

VOICE:  Scratch  that  from  the  record. 

VOICE:  I think  that's  why  there's  so  many  men  doctors. 

ENGLEMAN:  Thank  you  all  very  much.  We'll  now  call  on  Marit  Hatfield. 


TESTIMONY  OF 
MARIT  HATFIELD,  O.T. 

INSTRUCTOR,  OCCUPATIONAL  THERAPY  ASSISTANT  PROGRAM 
HOUSTON  COMMUNITY  COLLEGE 

HATFIELD:  My  name  is  Marit  Hatfield  and  I am  an  occupational  therapist 
and  an  instructor  in  the  Occupational  Therapy  Assistant  Program  at  Houston 
Community  College.  Through  my  work  as  an  instructor,  preparing  students 
to  be  occupational  therapy  assistants,  it  has  become  obvious  to  me  that  a 
community  arthritis  program  could  benefit  not  only  people  with  arthritis, 
but  the  larger  community  as  well. 

The  work  that  the  occupational  therapy  assistants  are  doing  with  the 
arthritis  sufferers,  especially  in  nursing  homes  and  outpatient  clinics, 
is  so  vital  that  I feel  it  is  unfortunate  that  the  public  is  not  more 
aware  of  their  contribution.  This  lack  of  awareness  of  the  value  of 
occupational  therapy  both  limits  the  number  of  patients  who  seek  available 
resources  and  limits  the  funding  of  programs  that  would  make  such 
assistance  even  more  readily  available. 

Let  us  look  at  what  the  occupational  therapy  assistant  can  do  for  the 
arthritis  sufferer.  The  occupational  therapy  assistant  guides  a patient 
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in  controlled  exercise  to  restore  a balance  of  muscle  power  around  joints, 
to  achieve  a balance  between  exercise  and  rest,  and  to  maintain  the  more 
efficient  functioning  of  the  body  in  everyday  activity.  The  occupational 
therapy  assistant  can  help  maintain  correct  posture  and  prevent  further 
deformity  through  adapted  devices  such  as  orthoses  and  simple 
modifications  to  utensils.  The  assistant  is  trained  to  construct  such 
devices  and  teach  their  use  to  clients.  Also  knowledge  of  work 
simplification  techniques  can  be  crucial  to  the  self-esteem  and  sensible 
productivity  of  the  arthritic  homemaker  as  well  as  the  wage  earner.  The 
occupational  therapy  assistant  can  provide  this  information,  as  well  as 
guide  the  patient  in  selection  and  implementation  of  rewarding  leisure 
time  pursuits  to  augment  their  exercise  program. 

Finally,  the  occupational  therapy  assistant  can  help  the  patient 
maintain  independence  in  the  activities  of  daily  living,  such  as  feeding, 
dressing,  bathing,  shaving  and  make-up  application  and  removal  which  is  so 
important  to  self-esteem  and  determining  other  care  reguirements . 

I would  like  to  make  at  least  two  suggestions  to  this  Commission. 
First  of  all,  I believe  that  there  is  a need  for  establishing  experimental 
programs  to  place  occupational  therapists  and  occupational  therapy 
assistants  in  nursing  homes  or  at  least  make  their  services  available  to 
homes  and  agencies  that  could  benefit  from  such  services.  Perhaps  a 
central  agency  could  send  out  personnel  as  needed  to  individual 
institutions. 

Secondly,  I believe  that  scholarships  should  be  made  available  to  pay 
for  the  training  of  more  occupational  therapy  assistants.  These 
scholarships  would  not  only  make  occupational  therapy  assistants  available 
to  the  community,  but  they  would  also  provide  employment  for  a segment  of 
the  community  that  often  has  difficulty  finding  a career  that  both  suits 
their  talents  and  is  feasible  considering  their  limited  financial 
resources.  The  Occupational  Therapy  Assistant  Program  also  benefits  these 
people  since  it  provides  a career  after  1 or  2 years  of  training  without 
the  need  for  a college  degree.  Certification  and  work  experience  as  an 
occupational  therapy  assistant  can,  for  some,  provide  the  impetus  needed 
to  lead  students  to  a senior  college  education  if  they  show  the  requisite 
academic  ability. 

It  is  my  hope,  then,  that  programs  will  be  available  to  (1)  increase 
the  number  of  occupational  therapy  assistants  available  in  the  community; 
and  (2)  increase  the  services  available  to  patients. 

ENGLEMAN:  Thank  you.  Any  questions?  Mrs.  Melich. 

MELICH:  I'm  asking  a question  for  Mr.  Shields  who  is  our 
representative  for  the  allied  health  professions  on  our  Commission.  He 
wanted  to  know;  Are  occupational  therapists  skilled  to  treat  chronic 
disease  patients  as  they  graduate  from  their  basic  training  programs,  or 
will  they  require  additional  training  to  be  effective  in  arthritis 
management? 

HATFIELD;  They  are  trained  in  the  basics  of  treating  chronic  illness, 
very  definitely.  That's  a large  part  of  the  curriculum.  But,  of  course. 
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as  in  any  area  you  gain  proficiency  as  you  work  with  the  clients.  But  the 
basic  training  does  include  that.  Yes. 

ENGLEMAN : Er . Lewis . 

LEWIS:  Do  you  have  any  insurance  in  Texas  that  pays  for  O.T. 
services — medical  insurance? 

HATFIELD:  Some  do. 

LEWIS:  I ask  this  guestion  because,  to  date  in  the  United  States,  the 
occupational  therapist's  treatment,  services,  have  not  been  provided  for 
through  medical  insurance,  but  the  physical  therapist's  has.  And  it  was 
amazing  to  me  when  one  of  our  committees  went  to  Vancouver,  British 
Columbia,  that  the  occupational  therapists  played  the  greatest  role  in  the 
treatment  of  arthritic  patients,  more  than  the  physical  therapists,  and  I 
wondered  why.  I found  out  that  in  the  United  States  the  physical 

therapist  can  be  payed  through  medical  insurances  for  his  services, 
whereas  the  occupational  therapists  cannot.  Do  you  feel  then,  that  there 
is  a need  for  the  allied  health  professions  to  seek  more  recognition  of 
the  occupational  therapists  so  that  they,  too,  may  be  able  to  provide  the 
types  of  services  that  the  physical  therapists  and  other  allied  personnel 
can? 


HATFIELD:  I certainly  do.  I think  many  times  we  do  provide  that 
necessary  and  very  important  service  and  are  paid  for  through  family 
funds.  Some  insurance  carriers  will  pay  occupational  therapy  services, 
but  because  of  the  differences  in  licensure — -I  think  that's  one  of  the  big 
hangups  with  insurance  carriers--if  you're  not  licensed  by  the  State  then 
you  cannot  be  paid  for.  And  P.T.  is  licensed  and  O.T.  is  not.  I 
certainly  feel  we  should  be  reimbursed  for  our  important  services  and 
therefore  be  available  to  patients. 

POLLEY:  I'd  like  to  ask  what,  if  anything,  do  you  do  to  evaluate  the 
results  of  your  community  program  efforts?  Society  asks  us  nowadays  not 
only  what  do  we  do,  but  how  do  we  tell  whether  we're  doing  any  good  or 
not? 

HATFIELD:  That's  a good  guestion  and  I think  probably-- I' m proposing 
some  community  programs,  and  I think  that  we  would  have  to  be  held 
accountable,  if  we  were  funded  for  anything  like  this,  by  including  in  our 
funding  some  provision  for  accountability.  We  would  have  to  possibly  show 
by  real  change,  or  maintenance  of  level  of  functioning,  or  maintenance  of 
joint  position,  or  some  method  of  demonstrating  accountability.  I'm  not 
sure  what  the  best  way  to  do  that  would  be  with  arthritis  sufferers.  We'd 
have  to  do  a little  investigation  into  that.  But  surely  we  would  be  ready 
to  be  accountable  like  everybody  else. 

POLLEY:  I think  if  you  are  you've  got  more  chance  of  being  funded. 

HATFIELD:  Fight.  Fight. 
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POLLEY:  Another  question  I’d  like  to  ask  is,  in  your  experience,  have 
you  had  any  reticence  on  the  part  of  arthritics  in  terms  of  their 

motivation  to  participate  in  an  O.T.  program  and  to  sustain  it? 

HATFIELD:  Yes. 

POLLEY:  What  do  you  think  that's  due  to? 

HATFIELD:  I think  that  arthritis  is  a chronic  condition  that  is  always 
going  to  cause  an  uncertainty  in  the  person's  mind:  "Will  I have  pain  with 
this  movement  next  week  even  if  I don't  have  it  today?"  The  fact  that  it 

is  a chronic  disease  always  hampers  motivation,  and  that's  why  consistent 

exposure  to  treatment,  consistent  treatment,  or  the  ready  availability  of 
treatment  to  help  when  situations  arise,  is  so  important.  And  I think 
that's  something  that's  really  missing  and  a community  referral  agency  or 
an  agency  that  could  easily  provide  services  to  arthritics  might  make 
motivation  less  of  a problem. 

POLLEY:  Any  ether  questions?  Doris. 

MELICH:  Do  you  think  you'd  get  that  if  you  had  knowledge  of  what  to 
expect  as  an  arthritic  patient  when  you  were  first  told  you  had  arthritis? 

HATFIELD:  Do  you  think  you  would  get  motivation  or  do  you  think  you 

would  get  discouraged? 

MELICH:  No,  would  you  have  understood  your  disease  better  had  you  had 
some  sort  of  counseling  when  you  learned  that  you  were  going  to  be  an 
arthritic?  Don't  you  think  there  would  be  more  motivation  in  this 
particular  field? 

HATFIELD:  I think  so.  Education  of  a patient  is  so  important.  It's 

working  with  the  patient,  not  working  on  the  patient  that's  why  it's  so 
important. 

POLLEY:  Any  other  questions?  If  not,  we'll  hear  from  June  Graham. 


TESTIMONY  OF 
JUNE  GRAHAM,  L.P.T. 

ALSO  PRESENTING  ON  BEHALF  OF 
JUDY  MAYNARD,  L.P.T 
HOUSTON,  TEXAS 

GRAHAM:  I am  June  Graham,  a licensed  physical  therapist,  and  I would 

like  to  present  testimony  prepared  by  myself  and  Judy  Maynard,  also  a 
licensed  physical  therapist. 

Arthritis  can  be  extremely  devastating  physically,  emotionally  and 
financially.  It  is  not  just  a disease  of  adults  or  old  people,  as  so 
often  is  thought,  but  does  affect  children,  too.  There  has  been  debate, 
and  I'm  certainly  no  expert,  but  it's  my  understanding  that  there  are 
probably  250,000  children,  estimated,  in  the  United  States  with  juvenile 
rheumatoid  arthritis  or  related  diseases.  Judy  and  I have  both  worked 
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with  children  with  JRA  and  we  would  like  to  present  to  you  some  of  the 
problems  that  we  have  encountered  and  just  a brief  overview  of  how  we  see 
things. 

It's  my  understanding  that  in  the  greater  Houston  area  juvenile 
rheumatoid  arthritis  is  more  prevalent  than  cystic  fibrosis,  than  diabetes 
or  nephrosis.  Juvenile  rheumatoid  arthritis  usually  strikes  a child 
between  the  ages  of  18  months  and  4 years.  It  is  a systemic  disease;  that 
is,  besides  affecting  the  joints  and  the  muscles,  it  may  also  involve  the 
eyes,  the  heart,  the  liver.  Children  often  have  high,  uncontrollable 
fevers.  With  this  they  fatigue  very  easily,  and  in  losing  their  energy 
they  often  lose  interest  in  all  activities  also.  In  severe  cases  the 
disease  process  itself,  plus  the  strong  medication  that  the  children  have 
to  take  to  control  the  disease,  may  even  cause  growth  retardation  where 
the  children  no  longer  fit  the  stature  of  their  peer  group.  Thus  you  can 
see  that  there  are  many  emotional  stresses  involved  in  being  a child  with 
arthritis,  or  an  old  person's  disease  even.  Many  of  our  parents  tell  us 
that  their  children  have  trouble  accepting  the  fact  that  they  have 
arthritis  and  as  they're  trying  to  develop  their  self-image  they  feel  that 
they  are  different  from  their  peers. 

We,  as  physical  therapists,  have  worked  with  children  with  juvenile 
rheumatoid  arthritis  and  would  like  to  share  with  you  what  we  believe  are 
some  of  the  problems  we  have  encountered.  We  would  like  to  consider 
problems  in  the  areas  of  education,  facilities,  and  transportation. 

Perhaps  the  greatest  need  in  the  field  of  juvenile  rheumatoid 
arthritis  is  education  for  physicians  in  medical  schools  through 
professional  meetings  and  postgraduate  education.  Physicians  need  to  be 
aware  of  the  signs  and  symptoms  of  juvenile  rheumatoid  arthritis  and  need 
to  keep  abreast  cf  new  treatments  available.  All  physicians  should  be 
able  to  spot  the  presence  of  juvenile  rheumatoid  arthritis.  Furthermore, 
physicians  need  to  be  aware  of  the  value  of  allied  health  professionals  in 
the  treatment  of  juvenile  rheumatoid  arthritis.  Also  in  the  field  of 
education,  allied  health  professionals  need  to  be  trained,  especially  in 
the  care  of  patients  with  juvenile  rheumatoid  arthritis.  They  need  course 
work  in  schools,  inservice  training  programs  at  meetings  and  mini-courses 
to  keep  them  abreast  of  current  developments.  Patients  and  their  families 
need  to  be  taught  about  the  disease  so  that  they  will  be  prepared  to  avoid 
quack  remedies  and  be  prepared  to  help  with  the  necessary  exercises  and 
medications. 

Finally  the  public  at  large  needs  to  be  educated  about  arthritis  in 
general  and  juvenile  rheumatoid  arthritis  in  particular.  There  is  a need 
in  this  area  for  a professional  to  work  with  physical  education 
departments  in  schools  so  that  children  with  juvenile  rheumatoid  arthritis 
may  have  modified  physical  education  programs.  This  professional  could 
arrange  that  student's  classes  be  held  all  on  ground  floor  level  and  may 
arrange  for  them  tc  take  oral  exams  and  use  tape  recorders  for  lectures. 

Two  other  areas  where  help  is  needed  can  be  mentioned  briefly.  First 
of  all,  there  is  a need  for  an  expanded  self-contained  facility  for  the 
Arthritis  Foundation.  This  facility  could  provide  a therapeutic  pool. 
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recreation  area,  meeting  rooms  and  a room  equipped  with  audiovisual 
facilities. 

Finally,  there  is  a need  for  transportation  to  bring  children  to 
treatment  centers  and  ether  facilities. 

POLLEY:  Thank  you  very  much  for  a very  well  thought  out  testimony,  and 
I want  to  say  for  the  benefit  of  those  who  follow,  if  you  do  have  more  to 
say  than  your  time  permits  we  are  receptive  to  your  written  testimony  and 
beyond  what  you  say  verbally.  So  don't  hesitate  to  let  us  have  the 
benefit  of  ycur  thoughts.  I'd  like  to  ask,  is  a licensed  physical 
therapist  any  different  than  a registered  physical  therapist  and  if  so, 
what's  the  difference? 

GRAHAM:  Well,  it's  a change  and  I may  not  be  the  best  one  to  voice 
this  because  of  my  age.  I came  in  under  the  licensing.  Previously,  Texas 
did  not  have  licensure  and  there  were  tests  given,  I believe,  nationwide 
that  a physical  therapist  could  take  and  become  a registered  physical 
therapist.  Now,  however,  there  is  a board  and  an  exam  in  the  State  of 
Texas  that  you  must  take  a test  and  receive  a license  to  practice.  I do 
believe  that  the  registered  physical  therapist  met  the  requirements,  too, 
and  there  was  a grandfather  clause  in  the  whole  bit. 

MELICH:  To  follow  up  on  that  question,  I'm  going  to  ask  you  the  same 
question  I asked  her.  Did  you  feel  when  you  got  through  your  training 
that  you  had  a basic  knowledge  of  arthritis,  or  do  you  feel  that  you 
should  take  additional  training  for  arthritis  management  to  be  a good 
physical  therapist? 

GRAHAM:  I would  say,  probably,  I felt  that  I had  a basic  concept  for 
arthritis  in  general.  Now  that  I'm  out  in  the  field  and  involved  in  it,  I 
definitely  look  back  and  see  that  it  could  have  been  expanded  greatly  in 
my  school  wopk,. 

MELICH:  But  you  did  have  it  as  compared  to  her? 

GRAHAM:  Yes,  we  had  training  in  working  with  arthritis  patients. 

MELICH:  Maybe  the  licensing  did  something. 

GRAHAM:  But  the  juvenile  rheumatoid  arthritis,  I felt  a little  shaky 
about.  I'd  heard  of  it,  but  my  training  was  not  that  extensive  in  working 
with  juvenile  rheumatoid  arthritic  children. 

POLLEY:  Verna. 

ANTHROP:  Ms.  Graham,  I'm  glad  you  stipulated  that  expression  so 
they'll  know  what  to  expect,  because  here  at  the  floor  it  was  just  left 
hanging  in  the  air  and  it  being  me,  what  should  I expect?  Well,  I already 
sort  of  know  what  to  expect.  But  I think  it  was  used  a little  too 
generally.  But  you  stipulate  it  very  well  in  your  preparation  here.  And 
also,  I like  the  idea  of  tape  recorders  for  the  kids  in  class  because  it 
is  tiring  to  write,  and  it  also  makes  your  fingers  more  crippled. 
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GRAHAM:  Yes.  Fiqht. 

POLLEY:  Any  other  questions  from  the  Commission? 

MELICH:  I have  one  more  comment  to  make:  How  would  you  feel  if  a 

center  was  set  up  where  there  would  be  a group  of  outside  organizations 
within  the  community,  with  laison  to  the  center,  that  ycu  could  call  upon 
for  help?  Do  you  feel  that  would  be  a helpful  thing  for  you  as  a physical 
therapist,  to  know  where  to  go  at  the  center  for  auxiliary  help  within 
your  own  community,  if  there  was  such  a thing  there? 

GRAHAM:  If  I understand  your  question  correctly,  yes  ma'am.  Some 

central  location  that,  if  I need  something  for  a particular  person,  I can 
call  and  say,  "What  is  available  for  this  problem." 

MELICH:  Regardless  of  what  it  was? 

GRAHAM:  Right.  Yes.  One  thing  I failed  to  mention  earlier  is  that  we 
do  definitely  feel  there's  a need  for  parents  to  get  together,  for 
children  to  get  together  with  other  children  that  have  arthritis.  A 
center,  a community,  something  like  this  where  this  could  also  be 
available  would  help.  And  perhaps,  even  on  what  you're  saying,  equipment 
pools.  Sometimes  someone  needs  something  only  for  a couple  of  weeks  and 
then  they  get  tetter.  If  there  were  somewhere  to  go  and  say,  "This  child 
needs  a wheelchair  maybe  for  awhile,  or  something  like  that." 

MELICH:  Well,  that's  exactly  what  I mean.  Say  you  needed  something  in 
a recreational  way,  then  you  would  call  a center  and  then  you  could  be 
referred  to  that  particular  place. 

GRAHAM:  I think  it  could  be  quite  helpful. 

POLLEY:  We  should  proceed  and  call  on  Betty  Roberts. 


TESTIMONY  CF 
EETTY  S.  ROBERTS,  R.D. 

SOUTH  TEXAS  DIETETIC  ASSOCIATION 

ROBERTS:  The  South  Texas  Dietetic  Association  applauds  the  creation  of 
the  National  Commission  on  Arthritis  and  Related  Musculoskeletal  Diseases 
and  its  effort  in  developing  a National  Arthritis  Plan.  We  would  hope 
that  the  Commission  would  be  cognizant  of  the  fact  that  nutrition  is  an 
essential  part  of  health,  both  ill  health  and  good  health.  We  define 
nutrition  as  the  science  of  food,  the  nutrients  and  other  substances 
therein,  their  action,  interaction,  and  balance  in  relation  to  health  and 
disease  and  the  processes  by  which  the  organism  ingests,  digests,  absorbs, 
transports,  utilizes,  and  excretes  food  substances.  In  addition, 
nutrition  must  be  concerned  with  certain  social,  economic,  cultural,  and 
psychological  implications  of  food  and  eating.  As  nutrition 

professionals,  we  feel  that  nutritional  care  is  an  essential  part  of  any 
health  care  policy.  The  Americal  Dietetic  Association  defines  nutritional 
care  as  the  application  of  the  science  and  art  of  human  nutrition  in 
helping  people  select  and  obtain  food  for  the  primary  purpose  of 
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nourishing  their  bodies,  in  health  or  in  disease,  throughout  the  life 
cycle.  This  participation  may  be  in  single  or  combined  functions:  in 
feeding  groups  involving  food  selection  and  management;  in  extending 
knowledge  of  food  and  nutrition  principles;  in  teaching  these  principles 
for  application  according  to  particular  situations;  and  in  dietary 
counseling . 

The  gualified  nutrition  professional,  the  registered  dietitian  or 
nutritionist,  performs  a unigue  service  in  any  patient  care  plan  or 
situation.  The  nutrition  professional  can  provide  dietary  counseling  to 
arthritic  patients.  Many  arthritic  patients  are  obese  because  of 
decreased  mobility  or  because  of  poor  eating  patterns.  Providing  these 
persons  with  individualized  professional  guidance  in  adjusting  their  daily 
food  consumption  to  meet  their  health  needs  is  the  function  of  a nutrition 
professional.  Dietary  counseling  has  as  its  objective  the  modification  of 
behavior.  This  objective  is  accomplished  when  the  individual,  such  as  the 
obese  arthritic,  understands  how  to  make  wise  food  choices.  In  making 
these  wise  choices,  the  arthritic  patient  can  achieve  and  maintain  ideal 
body  weight  with  conseguent  reduced  stress  on  damaged  joints.  Many 
arthritic  patients,  because  of  the  action  of  their  medications,  are 
required,  also,  to  follow  diets  which  are  modified.  The  nutrition 
professional  has  the  specialized  knowledge  and  expertise  for  helping  these 
patients  select  and  prepare  the  types  of  foods  which  meet  their  specific 
needs  while  under  drug  therapy. 

As  an  integral  part  of  the  health  care  team,  the  nutrition 
professional  can  act  as  a resource  person  for  accurate,  scientifically 
sound  nutrition  information.  Nutrition  misinformation  is  rampant  in  our 
society  today.  Health  care  professionals  realize  that  no  specific  diet  or 
food  has  magical  properties  for  curing  or  alleviating  the  symptoms  of 
arthritis  and  related  disorders,  but  a survey  conducted  by  the  Federal 
government  within  the  past  10  years,  ascertained  that  about  2 1/2  million 
American  adults  have  tried  diet  or  special  food  to  relieve  arthritis  or 
rheumatism.  Arthritic  patients  should  be  assured  access  to  the 
professionals  who  can  provide  correct,  scientific,  accurate  nutrition 
information  to  help  them  maintain  the  best  health  possible,  and  to  help 
them  gain  the  knowledge  necessary  to  discriminate  between  nutrition 
quackery  and  nutrition  science. 

As  a member  of  the  health  care  team,  the  nutrition  professional  can 
also  aid  the  other  professionals  on  the  team.  Many  health  care 
professionals  receive  some  training  in  nutrition,  but  they  need  access  to 
the  professional  specialist  who  is  educated  in  the  science  and  art  of 
nutritional  care.  The  nutrition  professional  can  provide  inservice 
education  for  the  rest  of  the  health  care  team,  and  can  serve  as  a 
consultant  to  them,  assuring  that  the  arthritic  patient  receives  optimal 
health  care. 

In  summary,  we,  the  members  of  the  South  Texas  Dietetic  Association, 
would  like  to  urge  the  members  of  the  Arthritic  Commission  to  remember 
that  nutritional  care  is  an  essential  component  of  health  care.  The 
persons  trained  and  educated  to  provide  nutritional  care  are  the  nutrition 
professionals,  dietitians  and  nutritionists.  These  nutritional 
professionals  fill  an  essential  role  in  the  care  of  the  arthritic  patient 
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by  providing  individualized  dietary  counseling  for  patients  by  serving  as 
a source  of  accurate  nutrition  information  for  arthritics  and  their 
families  and  by  serving  as  resource  persons  for  other  members  of  the 
health  care  team. 

We  urge  that  registered  dietitians  and  nutritionists  be  included  by 
The  National  Commission  on  Arthritis  and  Related  Musculoskeletal  Diseases 
in  formulating  a National  Arthritis  Plan.  Thank  you. 

ENGLEMAN:  Very  good.  What  is  the  attitude  of  your  organization 
towards  the  vast,  tapidly  emerging  health  food  establishments?  Do  you 
have  any  official  policy? 

ROBERTS:  We're  trying  to  combat  this.  Our  educational  section  in  our 
particular  district  this  year  is  asking  dietitians  to  submit 

misinformation  or  misleading  information  or  incorrect  nutritional 

information  to  their  committee  who  will  attempt  to  publish  in  newspapers 
and  other  printed  material  rebuttals  to  this  sort  of  information. 

ENGLEMAN:  You  have  a public  educational  program? 

ROBERTS:  Yes. 

ENGLEMAN:  Do  you  think  this  is  generally  the  case  all  through  the 
United  States? 

ROBERTS:  I think  there  is  a large  movement  to  that  because  it's  become 
i so  popular. 

■I 

i 

ENGLEMAN:  Any  other  questions?  All  right,  thank  you  very  much.  We 

will  now  call  on  Ms.  Smith. 

i 

I 

TESTIMONY  CF 
LOVETTA  SMITH,  R.N. 

AMERICAN  NURSES'  ASSOCIATION 
KANSAS  CITY,  MISSOURI 

SMITH:  Mr.  Chairman  and  members  of  the  Commission:  I am  Lovetta  Smith, 
a registered  nurse.  Accompanying  me  is  Mrs.  Jody  Benton,  R.N. , Supervisor 
of  the  Outpatient  Department  at  Texas  Children's  Hospital,  in  which  is 
located  a clinic  for  children  with  arthritis  and  related  neuromuscular 

diseases. 

I am  here  today  representing  the  American  Nurses'  Association  to  speak 
in  support  of  a National  Arthritis  Plan.  The  American  Nurses'  Association 
is  a professional  organization  of  registered  nurses  in  the  United  States. 
The  association  represents  over  200,000  registered  nurses,  the  largest 
group  of  health  professionals.  Its  purposes  are  to  foster  high  standards 
of  nursing  practice,  promote  professional  and  educational  advancement  of 
nurses,  and  promote  the  welfare  of  nurses  to  the  end  that  all  people  may 
have  better  nursing  care.  These  purposes  shall  be  unrestricted  by 
considerations  of  nationality,  race,  creed,  sex,  age  or  socioeconomic 
status. 
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We  understand  the  National  Arthritis  Plan  will  include  recommendations 
for  new  programs  of  professional  and  public  education,  creation  of  a 
national  data  system  to  support  the  management  of  arthritis,  research  in 
basic  sciences,  approaches  to  the  diagnosis  and  management  of  arthritis, 
and  expansion  and  coordination  of  community  programs  to  help  patients 
function  at  their  highest  level  of  independence  in  the  home  and  community. 

Arthritis  is  not  a life  threatening  disease  but  is  a major  cause  of 
crippling  in  the  United  States.  While  there  are  more  than  20  million 
persons  suffering  from  arthritis  according  to  the  1969  National  Health 
Interview  Survey,  arthritis  is  more  prominent  in  the  aged  population  and, 
as  you  know,  this  population  is  steadily  increasing.  The  economic  cost  of 
arthritis  to  the  United  States,  according  to  the  Arthritis  Foundation,  is 
more  than  $9  billion  annually. 

Only  about  20  percent  of  persons  with  arthritis  are  under  a 
physician's  care.  That  means  about  80  percent  may  not  be  under  any  health 
care  maintenance  system.  Nursing  is  an  existing  and  available  source  of 
manpower.  Professional  nurses  provide  health  care  to  individuals  with 
arthritis  in  the  hospital,  in  the  clinic,  and  in  the  home.  Nurses  are 
expanding  their  roles  to  include  health  maintenance  surveillance  and 
prevention.  This  expanded  role  is  documented  in  Scope  of  Practice  for  the 
Pediatric  Nurse  Practitioner , in  the  third  draft  of  the  Statement  on  Scope 
of  Practi ce  for  Adult  and  Family  Nurse  Practitioners  and  Clinicians,  and 
in  other  professional  publications. 

The  nurse's  role  is  assisting  individuals  to  attain  and  maintain 
maximum  independence  in  self-care  and  to  cope  with  the  psychosocial 
effects  of  chronic  illness.  The  goals  of  management  of  arthritis  are  to 
reduce  pain  and  retard  crippling.  Increased  utilization  of  nurses' 
knowledge  and  skills  to  provide  health  surveillance  and  assist  the 
individual  with  arthritis  to  attain  self-management  would  contribute  to 
these  treatment  goals. 

The  nurse  works  more  continually  with,  and  has  more  accessibility  to, 
the  person  with  chronic  illness  than  ether  health  professionals.  Nurses 
educationally  prepared  to  care  for  individuals  with  arthritis  are  able  to 
make  major  contributions  which  are  particularly  significant  in  those 
communities  where  many  persons  with  arthritis  are  not  under  a physician's 
care  and  to  those  persons  hospitalized  for  other  illnesses  in  which  their 
arthritis  is  not  considered  the  reason  for  hospitalization.  The  education 
of  nurses  in  arthritis  management  assumes  critical  importance.  Continuing 
education  programs  are  needed  to  assure  quality  care. 

Nursing  is  the  first  profession  to  publish  standards  of  practice  as  a 
component  of  the  establishment  of  a quality  assurance  program  for  nursing 
practice.  Standards  of  Medical- Surgical  Nursing  Practice  have  been 
published.  Standards  of  rehabilitation  nursing  practice  are  in  the 
process  of  being  edited  for  publication.  Standards  for  arthritis  nursing 
practice  fall  under  the  scope  of  rehabilitation. 

Other  important  considerations  for  rheumatology  nurses  are: 
involvement  in  programs  for  education  of  the  public,  including  early 
recognition  and  treatment,  and  research  in  nursing.  Examples  of  arthritis 
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projects  being  conducted  by  nurses  are  those  described  in  the  HEW  report 
of  Summaries  of  Arthritic  Programs  Funded  in  1 974  by  Regional  Medical 
Programs : 1)  "Patient  and  Family  Education  in  Rheumatic  Diseases,"  project 
director  Madge  A.  Malecki,  R.N. , and  2)  "Development  of  Outcome  Criteria 
and  Protocols  for  Nursing  Care  for:  The  Early  Rheumatoid  Patient",  project 
director  Janie  Pigg,  R.N.  (Appendix  I and  II).  These  are  but  examples  of 
the  work  being  done  and  needing  to  be  done  by  nurses  across  the  country. 

ANA,  representing  the  largest  health  profession,  recommends  that  a 
nursing  task  force  be  designated  to:  1)  define  the  scope  of  nursing  in  the 
care  of  the  arthritic;  2)  define  performance  criteria  in  relation  to 
specified  outcomes  for  nursing;  3)  develop  learning  objectives  for 
achieving  the  criteria;  4)  identify  educational  approaches  (methodologies 
and  instructional  technigues)  to  achieve  the  objectives;  and  5)  identify 
evaluation  procedures  in  methodologies  to  determine  if  objectives  have 
been  achieved.  Evaluation  of  health  care  delivery  is  most  often  absent. 

Nurses  in  varied  health  care  settings  are  members  of  health  care  teams 
planning  for  and  supervising  individuals  with  arthritis.  There  are  nurses 
with  expertise  in  educational  methodologies  and  evaluation  and  research  in 
clinical  nursing.  These  nurses  are  a ready  resource  to  develop  the  above 
mentioned.  ANA  can  help  to  identify  these  expert  nurses.  ANA  would  also 
like  to  help  identify  the  available  resources  for  education  on  arthritis 
for  health  professionals,  patients,  families,  and  the  public  and  to 
develop  literature  needed  in  this  area.  ANA  would  further  like  to 
participate  in  the  development  of  necessary  continuing  education  programs 
for  nurses  to  insure  the  dissemination  of  the  product  of  the  nursing  task 
force.  The  American  Nurses®  Association  thanks  you  for  the  opportunity  to 
present  testimony  before  the  Commission. 
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APPENDIX  I 

PATIENT  AND  FAMILY  EDUCATION  IN  RHEUMATIC  DISEASES 


PROJECT  Mrs.  Madge  A.  Malecki,  R.N.,  M.S. 

DIRECTOR  Director  of  Nursing  Service 

Scared  Heart  Rehabilitation  Hospital 
Milwaukee,  Wisconsin 


NATURE  OF 
ACTIVITIES 


PROTOCOLS 

DEVELOPMENT 


EDUCATIONAL 

CONSULTANT 


EDUCATIONAL  AND 
TEACHING  MEDIA 


An  on-going  development,  refinement  and  implemen- 
tation of  goals  directed  toward  assisting  a client  to 
attain  maximum  function  and  adjustment  to  rheumatic 
disease.  This  is  a multi-disciplinary  approach,  uti- 
lizing the  expertise  of  the  members  of  a rheumatology 
rehabilitation  team;  physical  therapy,  occupational 
thereapy,  social  service,  psychologist,  clinical  spec- 
ialist in  rehabilitation,  rheumatologist,  physiatrist, 
nurse  therapist. 


Written  protocols  will  be  developed  in  those  areas 
necessary  to  enhance  the  learning  process  for  the 
client. 


Initial  Interview 
Reference  Sheet 
Self-medication 
Client  Education 
Family  Education 
Joint  Protection 


Work  Simplification 
Social  Service  Assessment 
Exercise 

Nursing  Guidelines 
Staff  Inservice  Education 
Discharge  Followup 


An  individual  knowledgeable  in  the  teaching/learn- 
ing process  will  serve  advisory  to  enable  the  proposer 
to  better  quantify  the  results  of  this  project  in  terms 
of  the  client's  understanding. 


"Understanding  Rheumatoid  Arthritis" 

(videotape  by  Arth.  Endtn) 

The  Truth  About  Aspirin  and  Arthritis 
(Arthritis  Foundation) 

The  Truth  About  Arthritis  and  Diet 
(Arthritis  Foundation) 

What  You  Should  Know  About  Arthritis  Quackery 
(Arthritis  Foundation) 

Arthritis  Quackery 
(Arthhritis  Foundation) 

Facts  You  Should  Know  About  Arthritis 
(Merck,  Sharp  & Dohme) 

Self-help  Device  for  Arthritis  Patients 
(Merck,  Sharp  & Dohme) 

More  Information  About  Gold 
(Sacred  Heart) 

Joint  Protestion 

(Slides  shown  by  Sacred  Heart  Occupationtal  Therapy) 
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"The  Homemaker" 

(videotape  shown  by  Sacred  Heart  Occupational  Therapy) 

Two  members  of  the  Advisory  Committee  serve  to 
provide  very  necessary  community  and  consumer  input. 

One  member  has  provided  a critique  of  the  teaching 
efforts  from  admission  to  discharge  at  Sacred  Heart 
Rehabilitation  Hospital.  This  information  will  enable 
us  to  modify  and  evaluate  our  efforts  from  the 
consumer's  viewpoint. 

A lupus  group  has  been  started  under  the  guidance 
of  the  Project  Coordinator  and  a representative  from 
social  service.  The  emphasis  is  upon  commonalities 
within  the  group,  with  mutual  support,  encouragement, 
and  correct  knowledge  being  goals. 
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DEVELOPMENT 


PROJECT 


DISCRIPT ION 


OBJECTIVES 


TARGET  GROUP 


METHODOLOGY 


APPENDIX  II 

OF  OUTCOME  CRITERIA  AND  PROTOCOLS  OF  NURSING  CARE  FOR: 
THE  EARLY  RHEUMATOID  PATIENT 


Janie  Pigg,  R.N.,  B.S.N.,  Nurse  Consultant-Rheumatology 

Rheumatic  Disease  Program,  Columbia  Hospital 

3321  North  Maryland  Avenue,  Milwaukee,  Wisconsin  53211 

Increased  consumer  participation,  national 
legislation  and  a professional  responsibility  to  define 
nursing  accountability  are  the  stimuli  for  this 
project.  Health/wellness  standards  are  being  developed 
to  assure  quality  care  for  two  groups  of  hospitalized 
patients:  those  with  rheumatoid  arthritis  and  those 
having  a total  hip  replacement.  This  is  being 
accomplished  in  a pilot  project  at  Columbia  Hospital  by 
consumers,  staff  nurses  and  a statewide  nursing 
advisory  committee.  These  standards  will  improve  care 
of  these  individuals  by  more  clearly  defining  the 
nursing  role  and  by  identifying  areas  for  further 
nursing  research. 

The  objectives  of  this  project  are  to  develop 
patient  outcome  criteria  subject  to  influence  by 
nursing  activities  for  the  named  patient  populations  in 
an  acute  care  setting,  meanwhile  establishing  nursing 
protocols  of  care.  These  outcome  criteria  will  then  be 
articulated  with  those  of  other  health  professionals 
who  care  for  these  patients.  It  is  anticipated  that  in 
the  process,  the  developers  of  the  criteria  will  become 
more  aware  of  consumer  needs  and  expectations  and 
stimulated  to  tetter  observations,  recording  and 
nursing  practice.  The  project  will  also  increase 
awareness  and  define  accountability  for  nursing  and 
other  disciplines  in  the  care  of  these  patients  as  well 
as  identifying  other  areas  for  research. 

The  target  populations  identified  are:  The  patient 
with  "early"  rheumatoid  arthritis  and  the  patient 
undergoing  a total  hip  arthroplasty. 


This  process  is  being  undertaken  by  establishment 
of  an  advisory  committee  of  nurses  from  the  State  of 
Wisconsin  who  are  practitioners  of  medical  and/or 
surgical  aspects  of  rheumatology  nursing  or  who  have 
expertise  in  the  process  of  Quality  Assurance.  They 
will  contribute  their  knowledge  as  well  as  serving  as 
disseminators  of  information  stemming  from  this 
project.  Two  nursing  staff  groups  from  Columbia 
Hospital  are  identifying  and  gathering  nursing  data  and 
will  write  the  criteria.  In  addition,  a consumer 
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committee  will  add  input.  The  criteria  will  be  tested 
by  nurses,  consumers  and  other  health  professionals  and 
will  be  revised  as  needed.  These  criteria  will  then  be 
united  with  those  of  other  health  professionals. 

The  outcome  criteria  will  serve  as  a model  to 
other  nursing  units  both  within  the  developing 
institution  and  without.  These  criteria  can  be  used 
for  unit  reference  files,  nursing  care,  staff 
development,  care  guide  for  patients,  referral 
information  for  continuity  of  care,  use  by  new 
practitioners  and  curriculum  content  in  basic  nursing 
education.  Within  nursing,  the  models  can  be  used  to 
increase  and  upgrade  knowledge  of  nursing  care  of  these 
two  rheumatology  patient  populations,  as  well  as 
encouraging  development  of  criteria  for  other  patient 
populations. 


ENGLEMAN:  Thank  you  very  much,  Ms.  Smith.  Any  questions  from  the — 
Yes,  Dr.  Polley. 

POLLEY:  I was  interested  to  notice  the  expression  that  you  used, 

"rheumatologic  nurse."  Co  you  personally,  or  does  the  ANA,  envision  the 
need  for  subspecialty  training  in  nursing  to  that  extent? 

SMITH:  Yes,  sir,  I believe  that  that  need  is  envisioned.  The  scope  of 
nursing  is  so  broad,  and  the  areas  in  which  nurses  practice  is  so  varied, 
that  there  would  be  a necessity  for  having  some  sort  of  specialized 

program  in  the  area  of  rheumatological  nursing. 

POLLEY:  Do  you  have  any  thoughts  about  what  the  extent  of  that 

training  program  would  need  to  be? 

SMITH:  At  the  moment  we  are  requesting  from  the  Commission 

consideration  to  putting  in  funds  through  the  Act  that  we  are  describing, 
funds  that  would  support  a program  in  rheumatological  nursing.  We  would 
have  to  have  some  method  of  evaluating  the  need  in  the  scope  of  the 
practice  of  nursing  in  that  area  before  I could  describe  those. 

POLLEY:  But  you  don't  have  any  idea  at  this  point  of  how  long  a 
training  program  that  would  be? 

SMITH:  No,  sir,  I have  not. 

ENGLEMAN:  Yes,  Mrs.  Anthrop. 

ANTHROP:  Ms.  Smith,  are  you  saying  now  that  none  of  the  nurses  that 

are  now  graduating  in  this  area  are--they  have  to  have  on-the-job  training 
for  the  care  of  arthritics? 

SMITH:  As  the< situation  now  stands,  most  nursing  programs  do  not  have 
extended  portions  of  their  program  devoted  to  nursing  care  of  the 
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arthritic  patient  and  essentially,  yes.  Nurses  are  receiving  on-the-job 
training . 

ANTHROP:  Would  you  envision  in  your  plans  training  nurses  in  centers — 
arthritic  centers?  Would  you  go  along  with  that? 

SMITH:  Yes,  ma'am,  most  definitely.  As  a matter  of  fact,  those 
programs  that  do  address  rehabilitation  nursing,  of  which  we  consider  the 
nursing  of  the  arthritic  patient  a part,  do  use  arthritis  centers  where 
they  exist  currently. 

ANTHROP:  The  hospital  nurse — does  she  ever  get  any  special  training 
for  handling  arthritic  patients  even  though  they  might  not  come  into  the 
hospital  for  arthritic  causes  or  something  else? 

SMITH:  Most  usually  the  nurse  who  would  receive  this  kind  of  training 
would  receive  it  on  a unit  specialized  toward  the  care  of  the  arthritic 
patient.  There  are  some  very  broad  parameters  in  which  nursing  programs 
do  address  these — just  specifically  in  joint  handling  and  positioning. 


ANTHROP: 

arthritic? 

What 

if  a patient 

falls 

in 

the  surgical  area 

and  is  an 

SMITH:  At 

this 

point  in  time. 

the 

only 

training  process 

that  is 

ongoing  is  an  in  service  education  kind  of  program. 

ANTHROP:  I sure  wish  you'd  get  something  quick;  because  they  do  not 
know  how  to  handle  arthritic  patients  in  hospitals,  and  it  hurts  the  way 
they  throw  you  around.  I know. 

SMITH:  Yes  ma'am.  I would  agree  with  you,  being  an  arthritic  myself 
and  having  experienced  this  also,  and  that  attests  to  the  need  for  these 
kinds  of  considerations. 

POLLEY : She's  a nurse,  so  she  can  say  that. 

ENGLEMAN:  Ms.  Smith,  do  you  think  that  the  American  Nurses' 
Association  would  be  willing  to  look  upon  arthritis  as  a prototype  in  the 
efforts  to  implement  activities  regarding  rehabilitation  in  general.  You 
know,  we  have  an  ongoing  problem.  There  are  those  who  feel  that  we  should 
not  be  faced  with  the  "disease  of  the  month"  approach  and  that  rather  than 
the  categorical  approach  we  should  emphasize  a noncategorical  approach. 
Many  of  us  feel  that  we'd  go  along  with  this  to  a certain  extent,  but  we 
feel  that  perhaps  arthritis  would  be  an  excellent  prototype  example  of 
chronic  disease.  Do  you  think  the  American  Nurses  Association  would  look 
upon  arthritis  as  a prototype  in  efforts  to  train  in  rehabilitation  of 
chronic  disease? 

SMITH:  I believe  that  that  would  be  very  favorably  looked  upon.  As 
the  divisions  of  the  ANA  are  set  up  at  the  moment,  the  medical-surgical 
division  covers  numerous  different  disease  entities  or  illnesses  and  this 
could  very  well  be  worked  into  a program  where  arthritis  would  be  a 
prototype. 
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ENGLEMAN:  Where  are  the  headquarters  of  your  association? 

SMITH:  In  Kansas  City,  Missouri. 

ENGLEMAN:  Fine.  And  can  we  count  on  the  support  of  the  American 

Nurses'  Association  when  we  go  to  Congress? 

SMITH:  Most  assuredly. 

ENGLEMAN:  Got  it.  Any  other  comment  or  questions?  Thank  you  very 
much,  Ms.  Smith.  May  we  hear  now  from  Mrs.  Barkley? 


TESTIMCNY  CF 

ELIZABETH  BARKLEY,  R.N. , L.P.T 
HOUSTON,  TEXAS 

BARKLEY:  I'm  Elizabeth  Earkley,  licensed  physical  therapist.  I have 
worked  with  arthritis  patients  for  a number  of  years  and,  in  working  with 
them  and  thinking  about  presenting  testimony  to  the  Commission,  I came  up 
with  what  I felt  were  two  immediate  needs  in  the  area.  Now  this  does  not 
mean  that  I don't  believe  in  research  and  a few  other  things,  but  I did 
want  to  dwell  on  what  I feel  are  two  immediate  needs  as  far  as  the  patient 
is  concerned  and  involving  the  allied  health  professionals  with  these 
patients. 

The  first  great  need  I see  is  involvement  of  more  allied  health 
professionals  in  the  care  of  patients  with  arthritis.  And,  specifically, 
and  naturally  being  a licensed  physical  therapist,  I'm  thinking  greatly  in 
terms  of  physical  therapy,  I think  one  of  the  main  things  we  see  is  that 
we  have  a breakdown  of  physical  therapy  care  of  patients  with  arthritis 
because  there  is  not  a physical  therapist  employed  full  time  or  at  least 
three-fourths  time  to  take  care  of  people  who  have  arthritis.  The 
department  who  is  seeing  arthritis  patients,  or  even  if  we  have  a center, 
the  physical  therapists  sort  of  rotate  through  because  there's  not  much 
you  can  do,  they  say,  with  people  with  arthritis,  so  the  physical 
therapist  is  not  interested  in  being  a full  time  therapist  with  arthritis. 
This,  I feel,  creates  a great  problem.  The  patient  needs  to  have  the 
follow  through  with  the  same  person  to  really  achieve  results.  In  this 
way,  the  therapist  can  give,  certainly,  much  better  quality  care.  She  can 
evaluate  the  patient,  can  have  goals  for  the  patient  and  see  that  the 
goals  are  reached.  You  can't,  I believe  someone  else  said  earlier,  see 
them  once  a year  and  be  able  to  reach  goals  and  follow  through.  The 
allied  health  professionals  are  not  full  time  with  arthritis,  and  I 
imagine  it's  quite  true  throughout  the  country. 

As  far  as  the  education,  and  I notice  you  were  asking  questions  about 
that  of  each  of  the  allied  health  professionals  (now  I am  speaking, 
specifically,  I think  for  the  physical  therapists)  I feel  that  the  basic 
training  that  the  physical  therapist  gets  is  really  adequate  and  adaptable 
to  treat  arthritis  with  continuing  education  programs  in  arthritis.  A lot 
of  literature  can  be  read,  and  the  physical  therapist  can  do  self- 
improvement  by  reading  literature  that's  available  and  also  on-the-site 
training  in  the  area  of  arthritis  clinics  and  care  of  arthritis  patients. 
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I think  if  scholarships  or  stipends  were  used  for  the  physical  therapy 
student,  the  only  way  this  would  really  work  out  would  be  to  have  an 
agreement  with  the  student  to  spend  so  many  years  after  training  working 
with  arthritis  patients.  If  monies  were  made  available  for  salaries  for 
allied  health  professionals  and,  specifically  physical  therapists,  to  care 
for  arthritis  patients;  I think  the  results  would  be  much  greater  than 
putting  that  money  into  scholarships  for  the  training  of  these  people. 

The  second  area  that  I feel  is  of  immediate  importance  is  the 
development  of  centers  for  these  people.  I also  think,  out  of  these 
centers,  should  be  included  home  visitations.  Now  we  have  many  people  who 
have  trouble  getting  into  the  centers,  who  are  not  physically  able  to  get 
in,  do  not  have  people  to  bring  them,  and  a home  visitation  program  out  of 
this  center  would  be,  I think,  of  great,  great  value.  I think  that  the 
centers  can  be  used  for  many  things  and  I think  this  has  come  up  earlier 
today,  too,  and  questions  have  been  asked  regarding  it.  I think  the 
center,  for  instance,  could  be  an  area  for  your  on-site  training  of  your 
allied  health  professionals  that  we've  already  spoken  about.  I think 
that,  if  we  had  the  visitation  program  out  of  the  center,  eventually  these 
patients  could  be  brought  into  the  center  from  the  care  that  they  would 
get  in  the  home,  and  the  training  and  the  education  of  the  family  and  the 
people  who  are  dealing  with  the  people  in  the  home,  that  eventually  they 
could  be  gotten  into  the  center. 

I also  feel  that  if  a center  were  available,  the  people  who  are 
working  in  the  far  out  areas  and  do  not  have  contact  with  other  personnel 
who  are  dealing  with  the  same  problems  that  they  are,  could  come  in  for 
periods  of  training  and  then  go  back.  That  way  they  would  be  able  to  be 
of  greater  service  to  people  in  their  immediate  community. 

West  Texas  was  spoken  of  as  being  a (inaudible)  available  for  training 
and  bringing  allied  health  people  in  to  observe  and  spend  some  time  in  the 
center  and  then  go  back  and  take  care  of  these  people.  Another  reason  for 
this  type  of  center  is  that  we  know  arthritis  patients  are  seen  by 
physicians  who  do  not  have  adequate  programs  for  them,  and  this  is  a great 
complaint  from  many  patients  who  have  arthritis.  If  there  were  a center 
available  where  these  patients  could  be  referred,  I think  that  it  would 
serve  a great,  great  purpose  and  a great,  great  need  for  these  people  who 
are  seen  by  physicians  who  do  not  have  adequate  programs,  who  do  not  have 
the  team,  who  do  not  have  all  of  these  things  that  the  arthritis  patient 
needs  in  the  team  approach  in  their  overall  care  and  in  the  education  and 
all  the  things  that  we  know  are  necessary  for  the  care  of  these  patients. 
I thank  you.  I welcome  any  questions. 

ENGLEMAN:  Thank  you,  Mrs.  Barkley.  Yes,  Mrs.  Melich. 

MEIICH:  I'd  like  to  ask  you  if  you  have  any  arrangement  with  the 
community  nurses'  association  to  take  physical  therapists  with  them  when 
they  visit  specific  patients  that  do  have  arthritis.  This  is  working  in 
Utah  quite  well,  and  I was  wondering  if  you  have  it,  too. 

BAFKLEY:  Yes,  there  are  two:  the  Visiting  Nurses  Association  and  the 
Public  Health  Nurses.  Both  have  physical  therapists  on  the  staff  and  the 
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physical  therapist  can  be  asked  to  go  in  and  see  the  patients  with 
arthritis.  This  is  done  some. 

ENGLEMAN:  Thank  you  very  much,  Mrs.  Barkley.  Let  me  now  hear  from  Dr. 
Homer  Goehrs. 


TESTIMONY  OF 
HOMER  R.  GOEHRS,  M.D. 

RHEUMATOLOGIST 
AUSTIN  DIAGNOSTIC  CLINIC 

GOEHRS:  Thank  you.  I'm  here  today  in  several  roles:  as  a practicing 
rheumatologist,  as  well  as  the  Chairman  for  the  Steering  Committee  for  the 
Regional  Medical  Program,  Statewide  Coordinated  Arthritis  Program  of  which 
you've  heard  previously. 

First,  I would  like  to  report  in  somewhat  of  a summary,  since  I think 
we  have  sent  some  of  our  printed  booklets  to  the  Commission  summarizing 
our  program.  In  summary  about  the  statewide  coordinated  program  we  had, 
the  main  thrust  was  an  outreach  education  program  trying  to  reach  not  only 
patients  and  the  public  at  large  through  forums,  but  allied  health 
professionals,  as  well  as  physicians.  We  did  this  through  public 
education,  well  publicized  open  forums  in  cities,  followed  up  usually  the 
same  day  or  the  next  day  by  a program  for  the  physicians  and  the  allied 
health  people  in  town. 

We  put  on  seminars  of  the  typical  type,  one  full  day,  as  well  as  the 
teleconferences  which  Dr.  Persellin  has  mentioned  earlier  in  which  a 
program  would  be  presented  from  the  medical  school  and  beamed  by  telephone 
lines  to  various  hospitals  over  the  State.  Incidentally,  those  were 
accompanied  by  slides  that  had  been  mailed  out  ahead  of  time  so  that 
visual  aides  were  there  at  the  same  time  as  the  spoken  word. 

The  accomplishments;  25  patient  or  public  information  forums  were 
held,  reaching  4,186  arthritics  and  their  families;  secondly,  through  the 
professional  forums,  2,285  physicians  and  over  1,000  other  health 
professionals  were  reached.  These  were  through  the  various  seminars  and 
conferences  that  we've  mentioned.  I might  just  deviate  there  a minute  to 
mention  that  we  had  several  types:  one  in  which  physicians  would  come  into 
a center  for  an  all  day  lecture  type  program  in  which  there  might  be 
patient  demonstrations;  and  at  least  one  where  physicians  attended  a 2-day 
seminar  where  there  were  more  patient  demonstrations.  They  were  invited 
to  bring  their  own  patients  to  have  them  examined  by  the  consulting 
physicians,  through  the  rheumatologist,  and  they  were  dealt  with  in  more 
detail. 

I think  we  need  to  keep  in  mind  that  there' re  many  ways  these  seminars 
and  programs  can  be  presented  but  in  the  latter,  where  the  patients  were 
dealt  with  as  a demonstration  project  it  was  felt  that  those  physicians 
who  had  attended  for  2 days  went  home  with  a little  greater  feeling  of 
security  in  handling  arthritic  patients  over  the  ones  who  had  come  and  had 
attended  a 1-day  seminar  session. 
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Thirdly,  and  you're  going  to  hear  about  this  in  a moment,  three  of  the 
arthritis  pamphlets  were  translated  into  what  we  call  "colloquial  Spanish" 
by  one  of  our  projects,  and  they're  available  here  and  we'll  give  you  some 
copies  of  these,  if  you'd  like.  They  were  distributed  at  some  of  our 
education  forums  and  they  are  available  for  physicians  to  use  in  their 
offices  as  well  as  in  clinics.  We  have  had  a classical  Spanish 
translation  of  several  of  the  arthritis  booklets  available,  but  that's  the 
classical  Castilian  Spanish  that  wasn't  very  well  used  in  our  border  areas 
where  people  don't  really  speak  that  type  or  read  that  type  of  Spanish. 
So  these  were  put  into  the  colloquial  Spanish  and  have  been  much  more 
useful. 

And  then  fourthly,  we  had  some  $53,000  to  fund  a Minimal  Care  Self- 
Help  Unit  at  the  University  of  Texas  Medical  School  at  Galveston  which 
treated  something  over  85  patients.  This  unit,  briefly,  I will  tell  you 
about  since  Dr.  Frank  Emory  is  not  here.  It  was  set  up  in  an  abandoned 
motel  that  was  adjacent  to  the  medical  school.  They  took  over  one  floor. 
They  could  house  up  to  something  like  10  or  12  patients  at  a time  in  the 
motel  rooms.  Several  of  the  rooms  were  converted  into  physical  therapy 
and  occupational  therapy  treatment  rooms.  The  patients  lived  in,  either 
by  themselves  or  with  their  spouse.  There  was  room  for  an  overnight 
supervisor  who  was  available  to  contact  the  school  if  there  was  any 
emergency  medical  problem  in  these  people  while  they  were  there.  They 
stayed  up  to  a week  and  in  a few  cases  a little  longer.  They  made  their 
own  beds.  They  took  care  of  their  own  rooms  and  they  got  treatment,  both 
physical  and  occupational  therapy,  twice  a day;  and  they  shared  with  each 
other  some  of  the  things  they  had  learned  in  caring  for  their  own 
problems.  Dr.  Emory  found  that  the  cost  of  this  was  about  one-tenth  of 
the  usual  hospital  stay,  mainly  because  there  were  no  meals  served  in  the 
unit.  The  people  went  out  a block  or  two  away  to  restaurants  or  to  the 
hospital  for  their  meals,  and  the  number  of  nursing  personnel  was  reduced 
considerably  because  these  people  really  didn't  need  acute  nursing  care. 

One  of  the  problems  in  caring  for  arthritics,  as  I think  the 
Commission  realizes,  in  the  acute  care  hospital  is  that  those  types  of 
hospitals  are  set  up  to  do  things  for  people,  and  the  thrust  of  many  of  us 
in  caring  for  arthritics  is  to  teach  them  to  get  along  themselves  without 
quite  so  much  help.  The  recommendations  out  of  our  Regional  Medical 
Program  would  be  that  we  would  emphasize  and  urge  the  Commission  to 
establish  more  traineeships  for  training  rheumatologists,  which  you've 
heard  several  times  today.  By  way  of  actual  count,  there  are  25  trained 
rheumatologists  in  the  State  of  Texas  for  something  over  12  million 
people.  About  one-third  of  those  trained  rheumatologists  are  in  medical 
schools  and  so  unavailable  for  treating  a large  number  of  people. 

Secondly,  in  the  interim,  we  feel  that  the  type  of  program  which  we 
have  put  on  over  the  last  year  and  a half  should  be  continued;  that  is, 
public  and  professional  education  programs  to  make  sure  that  we  update  the 
ability  of  the  practicing  physicians  as  you've  heard  earlier  from  Dr. 
Persellin  and  from  Dr.  Smiley. 

Thirdly,  as  a practicing  rheumatologist  and  not  as  the  Chairman  of  the 
Regional  Medical  Program,  I would  urge  that  the  Commission  give  some 
consideration  to  innovative  projects  such  as  the  self-help  unit,  which 
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could  be  set  up  very  easily  in  many  towns  adjacent  to  or  separate  from 
hospitals  at  considerably  less  cost  than  building  acute  care  hospital 
beds,  and  treating  not  only  arthritics  tut  people  with  other  chronic 
diseases. 

ENGLEMAN:  Thank  you  very  much.  Dr.  Goehrs,  for  a very  excellent 

testimony.  Howard. 

POLLEY:  You  said  you  had  the  feeling  that  the  doctors  went  home  from 
this  program  after  a couple  of  days  with  a better  feel  of  how  to  take  care 
of  patients.  Do  you  have  any  measurement  of  that?  Any  objective  data,  or 
have  you  thought  about  how  you  might  get  some  objective  evaluation  of  that 
subjective  impression? 

ENGLEMAN:  He's  kidding. 

POLLEY:  We're  trying  to  get  it  from  you. 

GOEHRS:  No,  no. 

GAY:  You  mentioned  brochures  in  Spanish.  A number  of  the  Texas 

universities  have  contact  with  their  colleagues  south  of  the  border.  I 
wonder  if  there  are  a number  of  patients  that  also  come  into  Texas  from 
Mexico  for  treatment  by  a rheumatologist. 

GOEHRS:  Well,  I think  the  problem,  as  Ms.  Rocco  mentioned  earlier,  is 
it's  a good  distance  from  the  border.  There  are  people  who  do  come  from 
Mexico  to  Austin  and  San  Antonio,  I know  for  a fact.  But  these  are  fairly 
few  in  number.  How  many  come  across  to  the  border  towns  of  Brownsville, 
Laredo  and  so  forth,  I would  have  no  way  of  knowing.  There  are  no 
rheumatologists  in  that  area  of  the  border. 

ENGLEMAN:  Dr.  Goehrs,  these  outreach  programs  that  you've  described 
eminate  from  medical  schools  or  arthritis  centers  exclusively? 

GOEHRS:  Yes.  They  were  mainly  set  up  to  be  guided  by  the  medical 

schools,  and  those  of  us  in  clinical  practice  who  are  not  attached  to 
medical  schools  participated  in  these.  We  went  out  to  towns  as  small  as 
10,000  and  we'd  put  on  a public  forum  and,  at  the  same  time,  talked  to  the 
county  medical  society  either  at  lunch  or  at  the  dinner  meetings,  and  we 
made  ourselves  available  to  consult  on  any  patients  that  they  had  at  that 
time . 

ENGLEMAN:  Did  you  meet  any  resistance? 

GOEHRS:  Not  really.  Well,  you  have  to  understand,  Texas  can  be 
conservative  in  many  areas  of  the  State  and  in  a few  instances,  yes.  But 
this  was  well  organized.  Mona  Crumb,  who  did  much  of  this,  is  in  the  back 
of  the  room,  and  she  did  a good  job  of  making  advance  arrangements  through 
one  of  the  county  society  medical  officers,  and  that  sort  of  paved  the 
way. 

ENGLEMAN:  tfhe  self-care  center  that  you  described  is,  I think  you 

said,  very  close  to  a medical  school? 
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GOEHRS:  The  one  that  was  tried  in  Galveston  was  a block  or  two  away, 
essentially  on  the  campus  of  the  medical  school. 

ENGLEMAN:  Has  it  been  used  for  teaching  at  all — for  the  house  staff  or 
students? 

GOEHRS:  Somewhat.  But  that  has  not  been  a major  thrust  of  it. 

ENGLEMAN:  Yes.  It  could  be  used  as  such? 

GOEHRS:  It  could  be  very  well,  yes. 

ENGLEMAN:  And  is  this  financed  through  the  RMP? 

GOEHRS:  It  was.  It  was  set  up  and  financed  through  the  RMP  and 

they're  now  making  an  effort — and  I think  they've  gotten  it;  I didn't  talk 
to  Frank  today — have  now  gotten  funds  to  continue  it.  But  I can't  speak 
with  accurate  authority. 

ENGLEMAN:  The  next,  and  final  question  that  I had  was  what,  if  any, 

provision  is  there  for  sustaining  these  programs  now  that  the  RMP  will 
terminate  as  of  July,  1976? 

GOEHRS:  There  is  no  money  available  to  sustain  that  except  what  he  can 
get  on  his  own  through  the  medical  society. 

ENGLEMAN:  Who  can  get? 

GOEHRS:  Dr.  Emory  did  this  at  Galveston.  I should  mention  that  there 

is  an  effort  underway  by  Mrs.  Rocco,  who  spoke  earlier  this  morning,  to 
establish  such  a self-help  unit.  Free-standing,  by  itself,  unattached  to 
a hospital  in  Austin.  A great  deal  of  work  is  going  on.  Architect's 
plans  are  underway  and  the  financing  of  it  has  not  been  accomplished  yet, 
but  it  looks  like  that  may  go. 

ENGLEMAN:  Well  I don't  know  that  I have  any  other  questions. 

GAY:  Are  you  going  to  leave  that  book  in  Spanish  for  us? 

GOEHRS:  Yes.  We  have  a number  of  them  here  and  we'll  be  glad  to  get 
them  to  you. 

GAY:  Gracias. 

GOEHRS:  Bien. 

POLLEY:  Now,  you  know  who  to  leave  it  with. 

GOEHRS:  On  the  Regional  Medical  Program  Reports — although  we've  sent 

one  or  two  to  the  Commission  as  a whole--we  will  be  glad  to  get  individual 
copies  to  each  member.  Should  we  send  them  as  a group  to  the  Commission 
office  or  should  we  send  them  individually  to  home  addresses? 

ENGLEMAN:  Well,  I — 
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POLLEY:  To  Mr.  Booth  at  Capital  Systems.  He's  on  the  staff. 

GOEHRS:  And  he'll  forward  them  to  you?  We'll  see  that  you  each  get 

one. 

ENGLEMAN:  May  I assume  that  your  program  and  its  evaluation  will  be 
part  of  the  Engebretson  effort — the  RMP  effort  to  evaluate  their  total 
program?  This  is  being  conducted  by  a group  chaired  by  Dr.  Engebretson  in 
Florida . 

GOEHRS:  Yes. 

ENGLEMAN:  Very  good.  Yes. 

MELICH : Are  you  getting  very  good  coverage  mediawise  on  what  you're 
accomplishing  in  this  particular  unit? 

GOEHRS:  Yes.  I think,  by  and  large,  in  almost  every  community  we  went 
to  we  were  getting  good  coverage.  There  was  television  as  well  as 
newspaper  advertisement  and  information  for  a week  or  2 before  we  arrived. 
And,  almost  invariably,  we  had  some  television  coverage  of  our  presence 
there.  This  is  also  covered  in  the  report  as  well  as  a detailed  two-page 
statement,  in  summary,  of  the  one  seminar  that  t mentioned  about  the 
patient  conference. 

ENGLEMAN:  Do  you  see  these  outreach  programs  as  potential  import  in 

teaching  exercises  for  students  and  house  staff  and  so  forth? 

GOEHRS:  For  students  and  house  staff? 

ENGLEMAN:  Yes.  Is  it  possible  that  these  could  be  converted  into  a 
very  worthwhile  teaching  experience? 

GOEHRS:  Well,  I think  they're  more  for  the  practicing  physician  out  in 
the  small  communities-- 50 , 75,  100  miles  away  from  the  medical  schools,  or 
from  large  towns. 

ENGLEMAN:  I see. 

MELICH:  I'd  like  to  ask  you  if  you've  had  the  experience  we  have  in 

Utah  in  our  outreach  programs.  Patients  hear  about  these  programs  in 
other  places,  so  they  write  to  the  Arthritis  Foundation  chapter  and  say, 
"Are  you  going  to  come  down  to  us?"  and  then  they  pressure  their  own 
doctors  into  finding  out,  "Where  are  we  going  to  have  and  when  are  we 
going  to  have  one  of  these  outreach  programs?"  So,  we  go  to  the  hospitals 
and  say,  "We  are  available  to  have  programs  such  as  this  on  a certain 
day,"  and  then  the  doctors  come  with  their  patients  because  we  insist  on 
referral,  and  it's  been  working  very  well. 

GOEHRS:  Yes.  Well,  that's  fine.  That  dovetails  with  our  experience 

that  if  you  work  through  the  county  medical  society  and  get  a few  doctors 
interested,  then  the  others  will  come  along. 
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POLLEY:  I can  appreciate  this  self-help  unit  for  the  practicing 
physician,  but  I think  with  the  thrust  of  the  medical  schools  towards 
primary  care  and  the  training  of  physicians  to  practice  in  rural  areas, 
that  you  ought  to  be  mindful  of  the  educational  role  and  begin  to  bring 
the  students  into  that  kind  of  a setting,  because  I think  that  will  make 
them  more  likely  to  participate  in  that  more  comfortably.  You  can  be  a 
leader  in  that. 

ENGLEMAN:  Well,  I think  that  it's  going  to  be  a challenge  to  the 
Commission  to  lead  in  this  direction,  too.  Thanks  so  much.  Dr.  Goehrs, 
and  thank  you,  ladies.  We'll  proceed  now  to  hear  from  Guy  Combs. 

COMBS:  Thank  you.  I have  submitted  a testimony  to  you  in  the  form  of 
letters,  so  I'll  try  to  be  as  brief  and  concise  as  possible. 

ENGLEMAN:  Will  you  identify  yourself,  your  association  here? 

COMBS:  I'm  Executive  Director  of  the  South  Central  Texas  Chapter  of 
The  Arthritis  Foundation.  But  I come  here  in  ether  roles  than  that.  I 
come  here  as  a representative  of  the  Alamo  Area  Council  of  Governments, 
which  is  a planning  agency  for  the  San  Antonio  area.  I also  come  here  as 
the  Project  Director  of  the  Regional  Medical  Program  that  produced  the 
Spanish  literature  which  will  be  in  all  of  your  hands  soon.  Let  me  speak 
first  as  a representative  of  the  Alamo  Area  Council  of  Governments.  They 
requested  me  formally  to  speak  here  this  resolution  that  was  unanimously 
passed. 


GENERAL  ROBERT  ALOE 
CHAIRMAN,  SENIOR  ADVISORY  COMMITTEE 
ALAMO  AREA  COUNCIL  CF  GOVERNMENTS 
PRESENTED  BY  GUY  COMBS 
ALAMO  AREA  COUNCIL  OF  GOVERNMENTS 
PROJECT  DIRECTOR,  TEXAS  REGIONAL  MEDICAL  PROGRAM 


The  Alamo  Area  Council  of  Governments — Area  Agency  on  Aging  Senior 
Advisory  Committee  at  its  regularly  scheduled  meeting  of  November  14, 
voted  unanimous  support  for  the  Arthritis  Foundation  and  its  work  with  and 
for  the  senior  citizens  of  the  area. 

In  consonance  with  the  above,  the  Committee  recommends  that  the 
program  in  this  area  be  retained  and,  if  possible,  the  funding  be 
increased.  This  will  allow  more  of  the  senior  citizens  to  partake  of  the 
services  furnished  by  the  lccal  Arthritis  Foundation. 


TESTIMONY  CF 


SUBMITTED  LIST  OF  PERSONS  IN  ATTENDANCE 
SENIOR  ADVISORY  COMMITTEE  MEETING 
NOVEMBER  14,  1975 


Mr.  Phil  Acosta 
City  of  San  Antonio 
Human  Resources 
P.O.  Box  9066 


General  Robert  Aloe 
Retired  Officers  Association 
614  Weatherly  Drive 
San  Antonio,  Texas  78239 
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San  Antonio,  Texas  78285 

Mr.  Bob  Burke 

E.O. D.C.  of  Bexas  County 

212  Stumberg 

San  Antonio,  Texas  78204 

Mr.  Joe  Dominguez 
211  N.  W.  30th  Street 
San  Antonio,  Texas  78237 


Mrs.  Val  Jones 

Ella  Austin  Comm.  Center 

826  Arthur  Walk 

San  Antonio,  Texas  78202 


Mr.  Arden  Lewis 
Metro.  Office  on  Aging 
City  of  San  Antonio 
P.O.  Box  9066 
San  Antonio,  Texas  78285 

Mrs.  Virginia  Manor 
Texas  Department  of 
Public  Welfare 
P.O.  Box  2410 
San  Antonio,  Texas  78206 

Ms.  Dorothy  F.  O'Neill 
Senior  Comm.  Services,  Inc. 
114  Hickman  Street 
San  Antonio,  Texas  78212 

Mrs.  Georgia  McKinney 
Senior  Citizen's  Advisory 
Council 

818  Gulf  Street 

San  Antonio,  Texas  78202 

Ms.  Linda  Bryant 
Dietert  Claim 
617  Jefferson 
Kerrville,  Texas  78028 


Mrs.  Louis  Caskey 

San  Antonio  Chest  Hospital 

514  Antler  Drive 

San  Antonio,  Texas  78213 

Mr.  Walter  Huxley 
San  Antonio  Housing  Authority 
307  Marshall  Street,  Apt.  403 
San  Antonio,  Texas  78212 

Mrs.  Ida  Kenny 

Senior  Citizens  Council  of 

Eexar  County 

P.O.  Box  13122 

San  Antonio,  Texas  78213 

Mrs.  Margaret  Malaer 
County  Extension  Agent 
P.O.  Box  426 
Boerne,  Texas  78006 


Mr.  Dan  Medina 

Wesley  Community  Center 

1406  Fitch  Avenue 

San  Antonio,  Texas  78211 


Mrs.  Catherine  Pedlar 
Retired  Teacher's  Association 
2237  W.  Magnolia  Avenue 
San  Antonio,  Texas  78201 

Mr.  R.  A.  Sanders 
Community  Council  of 
South  Central  Texas 
P.O.  Box  230 

New  Braunfels,  Texas  78130 


COMBS:  General  Robert  Aloe,  who  is  Chairman  of  the  Senior  Advisory 
Committee,  has  signed  this  and  there  are  some  25  persons  who  have  attached 
their  signature  to  this  resolution  all  of  whom  represent  significant, 
responsible  areas  of  the  senior  problem  in  the  senior  services  in  San 
Antonio.  If  there  are  any  questions  on  that  matter? 

ENGLEMAN:  Well,  what  is  the  program?  This  is  a program  for  senior 
citizens?  Can  you,  in  a minute  or  two,  tell  us  what  it  is? 
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COMBS:  Yes,  sir,  I sure  can.  And  I can  submit  to  you — we  have  worked 

not  only  through  the  Regional  Medical  Program  Outreach  Public  Forums  that 
have  been  discussed  by  Dr.  Homer  Goehrs,  where  staff  of  the  Arthritis 
Foundation  has  been  available  and,  in  fact,  has  been  there  and  provided 
literature.  But,  in  addition  to  this,  we  have  provided  a series  of 
educational  forums — I have  a list  here  of  some  40  additional  forums — and 
these  are  conducted  all  through  the  Alamo  Area  Council  of  Governments, 
that  area,  plus  the  Capitol  Area  Planning  Council  area.  And  what  we’re 
attempting  to  do  is  meet  with  the  older  citizens  at  nursing  homes  and 
various  social  clubs  to  talk  about  arthritis.  That  is  one  aspect,  one 
program.  Other  programs  include  the  efforts  to  educate  health 
professionals  who  work  with  the  agent.  Last  July  and  August  we  held  two 
symposiums  on  the  aged,  strictly  for  health  professionals  who  deal  with 
the  aged,  and  we  had  a large  attendance,  etc.  This  is  very,  very 

significant  since  it  was  the  first  time  this  had  ever  been  done  for  health 

professionals  in  that  area.  By  that  I'd  better  expand  and  say  this  is  for 

the  government,  persons  who  work  with  the  agent:  welfare  department, 

nursing  homes.  Government  Rehabilitation  Commission  persons,  occupational 
therapists,  etc.  There  are  other  programs  of  the  Arthritis  Foundation, 
South  Central  Texas  Chapter,  which  have  been  gone  into  already.  We  work 
with  Robert  Persellin,  Dr.  Robert  H.  Persellin,  at  the  Robert  B.  Green 

Hospital,  working  primarily,  I assume,  with  the  aged  and  primarily  the 
Mexican-American  persons  of  that  area  with  clinical  help.  And  we  have 
research  at  the  University  of  Texas  Health  Science  Center  under  Dr. 
Persellin.  Those  are  our  major  programs.  We  have  a loan  closet  in  Austin 
at  the  Capitol  Area  Rehabilitation  Center.  We  hope  that  will  become  the 

very  center  from  which  we  can  expand  and  become  a minimal  care  unit  in 

that  area.  In  Corpus  Christi  we  have  a loan  closet  at  the  Memorial 

Hospital. 

ENGLEMAN:  A loan  closet? 

COMBS:  Yes,  sir. 

ENGLEMAN:  What  do  you  lend? 

COMBS:  We  lend  out  various  arthritis  self-help  devices — whether  they 
be  canes,  crutches.  We  let  them  use  these  if  they  need  them.  I'm  not 
sure  what  we  have  right  now  as  far  as  paraffin  baths,  but  we  were  getting 
paraffin  baths,  great  numbers  of  them,  for  the  Capitol  Area  Rehabilitation 
Center,  our  project  there. 

ENGLEMAN:  Very  good.  Is  this  the  end  of  your  testimony? 

COMBS:  No  sir,  but  it'll  be  short. 

ENGLEMAN:  Go  ahead. 
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SUBMITTED  STATEMENT  OF 
GUY  COMBS 

ALAMO  AREA  COUNCIL  OF  GOVERNMENTS 
PROJECT  DIRECTOR,  SAN  ANTONIO  REGIONAL  MEDICAL  PROGRAM 

On  September  30,  1975,  the  South  Central  Texas  Chapter  of  the 
Arthritis  Foundation  and  the  Texas  Regional  Medical  Programs  successfully 
completed  the  contract  requirements  of  the  South  Central  Texas  Chapter 
Spanish  Literature  Project  under  Grant  Number  5603  RM  00007--06,  Division 
of  Regional  Medical  Programs.  The  major  accomplishment  of  this  project 
has  been  the  publishing  of  10,000  copies  each  of  the  arthritis  pamphlets, 
Reumatoidea  Y Usted,  Osteoartritis  Y Usted  and  La. 

The  review  process  involved  in  the  printing  of  these  pamphlets  has 
been  lengthy  and  relatively  thorough.  Initially  our  project  called  for 
the  printing  of  Spanish  pamplets  modeled  after  the  Arthritis  Foundation 
booklets  The  Basic  Facts,  Rheumatoid  Arthritis,  Osteoarthritis  and  The 
Truth  About  Aspirin.  Regional  Medical  Programs  of  Texas  Director  Dave 
Ferguson,  Dr.  Homer  Goehrs,  Arthritis  Advisory  Committee  Member,  and  I met 
early  in  January  and  decided  to  develop  Spanish  versions  of  only  the 
Rheumatoid  Arthritis,  Osteoarthritis  and  The  Truth  About  Aspirin.  We  all 
agreed  that  project  resources  were  limited  and  would  be  best  managed  this 
way. 

Next,  Dr.  Catherine  Stefos,  Pb.d.  in  biology,  was  assigned  to  the 
project  to  help  write  the  English  versions  upon  which  the  Spanish 
publications  might  be  based.  Dr.  Stefos  was  chosen  since  it  was  felt  that 
an  academically  oriented  medical  person  had  the  background  necessary  to 
communicate  medical  information  accurately  and  in  a professional  manner. 
During  late  February,  Dr.  Goehrs  and  I met  with  Dr.  Stefos  and  submitted 
to  her  the  materials  we  felt  should  be  emphasized  in  the  Spanish 
pamphlets.  Included  among  these  materials  were  the  paragraphs  Dr.  Goehrs 
selected  from  the  three  already  named  Arthritis  Foundation  pamphlets.  Dr. 
Stefos  then  proceeded  to  write  the  English  texts  upon  which  the  Spanish 
materials  were  ultimately  based.  During  April  these  texts  were  submitted 
to  Dr.  Homer  Goehrs  and  Dr.  Robert  Persellin  for  approval  and  evaluation. 
Dr.  Goehrs  and  Dr.  Persellin  promptly  reviewed  these  materials  and 
resubmitted  them  to  Dr.  Stefos  and  myself.  Finalized  texts  were  then 
developed. 

While  these  efforts  were  being  conducted  in  the  spring,  Dave  Ferguson 
and  I simultaneoulsy  decided  to  secure  the  services  of  John  Moore,  Project 
Coordinator  for  Patient  Education  Projects  at  the  Bexar  County  Hospital 
District.  John  Moore  helped  our  project  in  a critical  way  at  this  point 
since  he  then  located  the  essential  resource  personnel  necessary  for 
illustrating  and  translating  the  materials.  With  our  approval,  he 
selected  Ms.  Sharon  Anderson,  illustrator  for  the  Universicty  of  Texas 
Health  Science  Center,  to  develop  the  illustrations  for  the  pamphlets. 
Also,  he  enlisted  the  help  of  eight  Spanish  translators.  Of  these 
translators,  only  one  asked  to  be  reimbursed  for  his  services.  John  Moore 
is  to  be  commended  for  his  coordination  and  direction  of  these  volunteers. 

Tentative  prototypes  of  all  three  pamphlets  were  finally  available  to 
us  by  the  middle  of  June.  However,  this  is  not  where  the  review  process 
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ended.  These  tentative  copies  were  then  submitted  to:  (1)  appropriate 
RMPT  staff;  (2)  Regional  Advisory  Group  Members;  (3)  Arthritis  Advisory 
Committee  Members;  (4)  Board  Members  of  the  South  Central  Texas  Chapter 
Board  of  Directors  (June  28th) ; (5)  Dr.  Homer  Hoehrs;  (6)  Dr.  Fernando 
Guerra;  (7)  Mae  Dell  Schiller;  and  (8)  Dr.  Rosalina  Rovira. 

The  recommendations  of  these  persons  were  then  evaluated,  and  based  on 
these  recommendations,  the  final  prototypes  were  developed.  Sharon 
Anderson  redid  the  design,  layout  and  typesetting.  During  early  September 
our  project  went  to  press.  Printing  costs  were  relatively  low  in  that 
Multicopy  Company  of  San  Antonio  requested  $400  less  than  any  other  San 
Antonio  printer  for  the  same  high  quality  of  printing  we  desired. 

The  success  of  our  project  is  now  fairly  obvious.  Over  1,000  copies 
of  each  of  our  pamphlets  have  been  selected  by  Spanish  speaking  persons  at 
health  fairs  we  have  participated  in  at  San  Antonio  and  Corpus  Christi 
this  fall.  In  addition,  several  other  Arthritis  Foundation  chapters  have 
requested  a second  printing  of  these  pamphlets.  In  this  regard,  the 
Southern  California  Arthritis  Foundation  Chapter  has  recently  placed 
orders  for  25,000  copies  of  each  pamphlet. 

On  behalf  of  the  Board  of  Directors  of  the  South  Central  Texas  Chapter 
of  the  Arthritis  Foundation  I want  to  thank  the  staff  of  the  Texas 
Regional  Medical  Program  and  the  Bexar  County  Hospital  District  for 
helping  our  office  with  this  project. 


TESTIMONY  OF 
GUY  COMES 

COMBS:  I have  submitted  a letter  concerning  the  Spanish  literature 

which  we  helped  produce.  It  discusses  a review  process  which  has  gone 
into  the  writing  of  these,  both  in  terms  of  qualified  medical  content — 
that  is  accurate  medical  content--and  also  we  had  to  work  to  produce 
quality  Spanish  for  the  pamphlets.  What  I wanted  to  testify  about, 
though,  was  the  success  that  we  have  noticed  in  the  last  2 months  since  we 
have  ended  the  project.  And  I want  to  say  that  it  seems  that  the  Spanish 
we  have  used  in  the  pamphlets  seems  acceptable  for  other  areas  of  the 
country.  We  have  received  an  order  from  the  Southern  California  area  for 
over  25,000  copies  of  each  of  these  pamphlets  and  we’ve  received  other 
orders  in  addition.  They  seem  to  be  acceptable  and  I'd  like  to  testify 
also,  that  in  the  health  fairs  that  we  have  participated  in,  both  in 
Corpus  Christi  and  in  San  Antonio  in  the  last  month  and  a half,  we  had 
large  numbers  of  these  Spanish  brochures  taken  by  persons  who  walked  by 
our  booths.  They  seemed — they  robbed  us  of  over  1,500  of  these  pamphlets. 
That's  all. 

ENGLEMAN:  Can  you  just  tell  us  how  expensive  they  were  to  produce? 
What  was  your  budget  like?  Total. 

COMBS:  We  had  a rather  conservative  budget.  Around  $3,500  to  produce 

these. 

ENGLEMAN:  How  many? 
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COMBS:  Some  10,000  of  each.  A lot  of  that  funding  went  to  hire  an 
illustrator  and  to  get  translations.  At  this  point  we  have,  at  this 
moment,  the  ability  to  produce  the  aspirin  pamphlet  for  2.20  per  pamphlet 
and  the  ability  to  produce  the  rheumatoid  arthritis  pamphlet  and  the 
osteoarthritis  pamphlet  for  5.70  per  pamphlet. 

ENGLEMAN:  Very  good.  May  we  hear  now  from  Mr.  Mathews? 


SUBMITTED  STATEMENT  OF 
CHIC  MATHEWS 
DOCTOR  OF  JURISPRUDENCE 
SOUTH  TEXAS  COLLEGE  OF  LAW 

I am  Chic  Mathews.  I am  an  attorney  and  a member  of  the  faculty  of 
South  Texas  College  of  Law.  For  9 years,  I was  involved  in  medical 
research  and  served  as  Chief  of  the  Cardiovascular  Research  Lab  at  UCLA. 

My  interest  in  arthritis  stems  from  the  fact  that  June  Hegland,  a very 
close  friend  of  mine,  discovered  a year  ago  that  she  had  rheumatoid 
arthritis.  In  the  last  year,  I have  realized  how  serious  the  problem  of 
arthritis  is,  and  I have  several  observations  that  I would  like  to  make  to 
this  Commission. 

The  first  discovery  I made  about  arthritis  is  something  I am  sure  this 
Commission  knows  well,  but  I wish  that  everyone  in  our  country  understood 
how  rheumatoid  arthritis  can  cripple  even  the  healthiest  of  young  people. 
When  June  was  22  she  had  won  the  Fred  Astaire  National  Ballroom  Dancing 
Championship  in  Miami.  Now,  2 years  later,  she  is  crippled  with 
rheumatoid  arthritis. 

The  second  thing  I learned  about  rheumatoid  arthritis  is  how  ill- 
equipped  physicians  are  to  detect  this  disease.  June  visited  at  least 
three  doctors  before  her  case  was  properly  diagnosed  as  rheumatoid 
arthritis.  I suggest  that  adequate  testing  and  diagnostic  measures  are 
needed  and  that  physicians  need  to  be  better  trained  in  spotting 
rheumatoid  arthritis. 

The  third  problem  we  discovered  with  arthritis  is  that,  even  once  the 
disease  is  properly  diagnosed,  neither  physicians  nor  other  personnel  in 
their  offices  are  prepared  to  explain  anything  about  the  disease  to  the 
patient,  and  since  little  is  known  through  other  sources  about  rheumatoid 
arthritis,  patients  can  easily  come  away  with  the  feeling  that  nothing  can 
be  done  for  them.  June  was  fortunate  in  haying  her  case  diagnosed  here  in 
Houston  at  Kelsey-Seybold  Clinic,  and  because  she  was  going  home  to 
Minnesota,  also  at  the  Mayo  Clinic.  But  never  was  she  led  to  believe  that 
a treatment  program  would  be  available,  if  not  to  cure  the  disease,  to 
keep  it  under  control.  I believe  that  there  is  a need  in  this  country  for 
greater  patient  education  to  be  handled  either  by  physicians  themselves  or 
by  other  qualified  personnel. 

The  most  recent  experience  that  June  and  I have  had  has  led  to  another 
discovery  about  arthritis.  Because  the  disease  is  so  painful  and 
crippling,  and  because  there  seems  to  be  so  little  hope  for  a relief. 
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arthritis  sufferers  are  willing  to  go  to  any  length  to  receive  help.  June 
and  I read  about  a Dr.  Wyburn-Mason  in  London  having  a cure  for  arthritis. 
We  were  willing  to  spend  the  time  and  money  to  fly  to  London  to  see  if  he 
could  help.  Sc  far.  Dr.  Wyburn-Mason • s treatment  has  not  produced  a cure, 
but  I was  very  impressed  with  the  man  and  his  work.  I was  struck  by  the 
difference  between  his  approach  to  research  and  what  I remember  during  my 
9 years  in  medical  research  laboratories  here  in  the  United  States.  I 
recall  how  much  of  our  time  was  spent  writing  proposals  and  trying  to  fund 
next  year's  program. 

Dr.  Wyburn-Mason,  in  contrast,  operates  on  a shoestring  budget  and 
achieves  a great  deal  through  his  own  hard  work  and  dedication.  Although 
I don't  suppose  that  this  Commission  can  do  much  to  change  the  nature  of 
the  American  research  industry,  I would  like  to  express  my  own  hope  that 
American  money  and  efforts  could  be  directed  towards  more  productive  goals 
and  not  be  simply  programs  for  providing  jobs  and  capital  improvements  in 
medical  schools. 


TESTIMONY  OF 
CHIC  MATHEWS 

MATHEWS:  I'm  Chic  Mathews.  I'm  a doctor  of  jurisprudence--!  take  my 
seat  amongst  the  medical  doctors  here  today.  I'm  an  attorney  and  a full 
time  member  of  the  faculty  at  South  Texas  College  of  Law.  For  9 years  I 
was  involved  in  medical  research;  5 of  which  I was  Chief  of  the 
Cardiovascular  Surgery  Research  Lab  at  the  UCLA  Medical  Center.  For  2 
years  I did  work  for  the  Government--Chemical  Corps,  Department  of  the 
Army--and  two  years  with  a private  concern. 

My  interest  in  arthritis  stems  from  the  fact  that  June  Hegland-- seated 
back  here  in  the  red  dress,  and  much  better  to  look  at  than  myself--is  a 
very  close  friend  of  mine  and  for  the  past  year  and  a half  she's  suffered 
from  rheumatoid  arthritis.  In  the  past  year  I've  come  to  realize  just  how 
serious  this  problem  is.  I've  made  several  observations  which  I'd  like  to 
bring  to  you  today.  Some  of  these  observations  have  already  been  hit 
upon,  but  since  I've  already  got  them  in  my  notes.  I'll  go  through  them. 

The  first  is  the  fact  that,  as  you  ladies  and  gentlemen  know, 
arthritis  can  cripple  young  people  as  well  as  the  aged.  And,  if  I may 
place  June  and  others  like  her  in  a separate  category — in  other  words,  you 
don't  have  to  be  a geriatric  or  a pediatric--young  people  in  their  early 
twenties  are  also  involved.  For  the  older  people,  at  least  they  have 
cherished  memories;  for  people  like  June,  all  she's  got  are  crushed 
dreams. 

In  March  of  1975,  at  the  age  of  23,  June  was  competing  in  a Fred 
Astaire  National  Professional  Ballroom  Dancing  Championship  in  Miami. 
Now,  at  that  time,  she  was  in  severe  pain,  but  she  didn't  even  know  what 
was  wrong  with  her;  she  kept  dancing.  In  fact,  she  won  both  categories  of 
dancing.  She  won  the  national  titles.  The  following  month  she  found  out 
that  she  had  rheumatoid  arthritis.  Now,  only  9 months  later  she's 
crippled  and  can't  dance  at  all.  In  fact,  her  championship  dance  was  the 
last  time  she's  danced  professionally. 
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A second  observation  that  I've  come  across  is  how  ill-equipped 
physicians  are  to  detect  this  disease.  I can  only  suggest  better 
diagnostic  measures,  and  that's  been  hit  upon  today,  so  I won't  expound  on 
it. 


The  third  problem  that  I discovered  was  that  even  once  the  disease  is 
properly  diagnosed,  neither  physicians  nor  other  personnel  in  their 
offices  are  prepared  to  explain  anything  about  the  disease  to  the  patient. 
In  fact,  one  of  the  places  June  was  diagnosed,  she  was  given  her  diagnosis 
by  phone  by  a nurse  and,  when  June  asked,  "Should  I come  back  in?"  she 
said,  "There's  no  need,  there's  nothing  we  can  do."  Can  you  imagine  how 
June  felt,  at  her  age,  aspiring  for  the  world  championships,  being  told 
that  nothing  can  be  done.  However,  she  was  fortunate  in  having  her  case 
diagnosed  as  early  as  she  did.  First  here  in  Houston  at  the  Kelsey- 
Seybold  Clinic,  and  later,  because  she  was  going  home  to  Minnesota  to  live 
the  life  of  a cripple,  at  the  Mayo  Clinic. 

But  never,  mind  you,  was  she  led  to  believe  that  a treatment  program 
would  be  available,  if  not  to  cure  the  disease,  to  keep  it  under  control. 
It's  like,  "Take  your  Motrin  and  call  me  in  a year."  I think  that  there's 
a need  in  this  country  for  greater  patient  education  to  be  handled  either 
by  the  physicians  themselves  or  by  other  qualified  personnel. 

Our  most  recent  experience,  and  possibly  the  most  interesting  today, 
since  no  one  else  has  mentioned  it,  is  the  fact  that  about  July  we  found 
out  that  people  will  go  to  any  extremes  to  receive  help  from  suffering. 
Earlier  someone  mentioned  that  it's  a long  way  to  the  Mexican  border,  and 
it's  a long  way  from  the  Mexican  border  to  here.  But  believe  me,  ladies 
and  gentlemen,  arthritic  sufferers  will  go  much  further  than  that.  June 
and  I heard  about  one  Dr.  Roger  Wyburn-Mason  in  London.  He  had  presented 
a paper  to  the  International  Congress  of  Chemotherapy  and  the  Associated 
Press  picked  it  up.  So  after  weighing  and  balancing  all  the 
possibilities,  we  decided  that  that's  the  only  ball  game  in  town,  so  we 
decided  to  go.  We  were  there  for  about  3 weeks.  So  far.  Dr.  Wyburn- 
Mason'  s treatment  has  not  produced  a cure,  but  he  has  produced  a hope. 
Now  June  is  still  taking  prescribed  medicines  and  will  be  for  the  next  5 
months. 

I was  very  impressed  by  Dr.  Wyburn-Mason  and  his  work.  He's  a 
conservative,  nattily  dressed  English  gentleman.  The  thing  that  struck  me 
was  his  approach  to  the  problem  compared  to  what  I remember  of  my  9 years 
in  medical  research  laboratories  here  in  the  United  States.  I recall  how 
so  much  of  my  time,  our  time,  was  spent  in  writing  proposals  and  trying  to 
•justify  the  funding  of  grants  for  the  next  year's  program.  It  seemed  to 
me,  at  times,  that  the  obtaining  of  a grant,  the  publishing  of  a paper 
with  a bunch  of  statistics,  or  the  presentation  of  a paper  to  Congress  for 
conference  was  the  ultimate  goal  of  research.  And  I implore  you,  ladies 
and  gentlemen,  this  is  not  the  case. 

Dr.  Wyburn-Mason,  in  contrast,  operates  on  a shoestring  budget  and 
achieves  a great  deal  through  his  own  hard  work  and  sincere  dedication. 
Unfortunately,  the  drug  he  uses  was  produced  in  Germany  and  any  available 
supplies  that  are  left  are  now  available  only  through  the  black  market. 
The  supply  lines  are  much  like  those  of  the  sulphur  drugs  during  the 
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1940's.  This  makes  the  cost  almost  prohibative  to  the  average  person 
suffering  from  this  affliction.  The  tablets  that  we  have  now,  of  which 
she  was  given  a 6-week  supply,  are  not  exactly  like  the  ones  we  had  when 
we  first  got  there,  so  we're  not  even  sure  that  we're  being  supplied  with 
the  same  medicine.  I wouldn't  begrudge  them  their  dollar  a tablet  or 
their  close  to  $70  a week  if  they  were  giving  us  the  real  thing. 

I don't  suppose  that  June,  or  myself,  or  even  the  Commission,  can  do 
much  to  change  the  nature  of  the  research  industry  in  this  country,  but  I 
would  like  to  express  my  hope  that  the  American  money  and  efforts  in  this, 
the  greatest  research  nation  in  the  world,  could  be  directed  more  toward 
productive  goals--and  that's  a cure;  not  so  many  intermediate  things  but 
reaching  out  for  the  ultimate,  winning  the  war. 

The  researchers  of  America  have  assumed  the  task  of  providing  an 
answer  to  the  questions  and  not  just  questioning  possible  answers.  The 
researchers  who  receive  salaries  to  find  solutions  owe  a duty  to  all  of 
the  Junes  in  this  country  and  all  over  the  world.  They  must  rid 
themselves  of  the  attitude  that,  "Tomorrow  is  another  day,"  because  today, 
for  June,  is  almost  unbearable  at  times,  and  sometimes  tomorrow  isn't 
worth  waiting  for.  Last  week,  June  and  I attended  the  world  championship 
competitions  in  Berlin.  June  was  a spectator.  Next  year  or  the  year 
after,  June  wants  to  compete  and  we  hope  that  you'll  help  her. 

Now  today  I've  made  a couple  more  observations  and,  since  I didn't 
have  a time  to  cross-examine  these  people,  I'd  like  to  make  some 
disjointed  observations.  First,  you  gentlemen  have  been  chosen  as  a 
Commission  to  make  long  range  plans.  Well,  please,  let's  make  them  short 
range  plans.  Let's  get  this  thing  over  with.  Now  the  Arthritis 
Foundation,  I think,  still  has  a booklet  called.  How  to  Live  with 
Arthritis.  Well,  let's  get  one  that  says.  How  to  Live  Without  It.  And 
let's  keep  people  from  going  to  Mexico  and  subjecting  themselves  to  the 
medicines  that  we  don't  even  know  what  they  are,  or  even  these  here  that  I 
have  before  me.  We  don't  know  what  they  are.  I have  the  name  of  them, 
but  I don't  know  what's  really  in  the  tablet.  Let's  get  the  FDA  to  hurry 
these  things  through.  It's  more  important  to  me  to  find  a cure;  to  keep  a 
13-year-old  girl,  or  a 23-year-old  or  a 70-year-old  person  from  suffering 
from  arthritis  than  it  is  to  find  a birth  control  pill  for  a 13-year-old 
girl  so  she  can  enjoy  herself. 

Now  why  can't  the  medical  industry  and  the  drug  industry  put  the  same 
effort  that  they  did  into  some  of  those  works?  Now  we've  put  people  on 
the  moon,  let's  put  these  people  on  the  street.  And  who  says  that 
rheumatoid  arthritis  does  not  kill?  That's  like  saying  no  one  dies  of  old 
age.  Sure,  no  one  dies  of  old  age,  there's  something  else  there.  But 
I've  seen  June's  spirit  die  already--and  her  body,  it's  going,  too.  Sure, 
the  doctors  are  few  and  far  between  and  we  have  to  give  thanks  to  those 
that  are  doing  something,  like  the  Dr.  Brewers. 

No  one  mentioned  the  VA  Hospitals  in  this  country.  Well,  that's  my 
favorite.  I'm  an  ex-marine  lieutenant  and  when  I need  something,  that's 
where  I go  because  I believe  in  those  people.  I believe  that  a member  of 
the  staff  is  here.  Dr.  Litski,  if  he's  still  here.  And  those  people — let 
them  reach  out  and  find  the  end  of  this  thing. 
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I've  just  qot  a couple  more  points  I want  to  make  from  my  own  personal 
research  experience  and  you  can  say  it's  sour  grapes,  or  whatever,  but  I 
wasted  money  when  I was  in  research  because,  to  me,  I would  come  in  and 
punch  a clock  and  do  what  the  program  was  for  that  year  and  then  next  year 
I'd  worry  again.  But  we  had--I  won't  say  where  because  I don't  want  to 
throw  embarrassment  on  anyone — but  at  one  of  my  jobs  we  had  about  seven 
national  grants  that  we  got  thousands  of  dollars  from  each,  and  I've  seen 
our  research  director  charge  different  grants  for  the  same  work,  if  you 
follow  what  I mean,  we'd  do  one  program  and  he  would  charge  several  grants 
for  it.  And  there  was  a $100  dollar  a day  cash  petty  fund  which  was 
always  depleted  at  the  end  of  the  day.  That's  close  to  $25,000  extra 
salary  for  one  man.  Things  like  this  need  to  be  avoided.  The  $25,000 
could  go  to  a lot  tetter  use. 

The  Arthritis  Foundation  recently  wrote  a letter  to  someone  inquiring 
about  this  Dr.  Wyburn-Mason  and  their  answer  said  Dr.  Wyburn-Mason  had 
only  treated  12  people--and,  actually,  I'm  not  defending  Dr.  Wyburn-Mason, 
because  I don' t know  what  the  results  are  going  to  be — but  I condemn  the 
Arthritis  Foundation  in  not  knowing  that  he's  actually  treated  over  300 
patients.  The  12  that  the  Arthritis  Foundation  mentioned  were  the  first 
12  that  he  had  followed  for  a year  and  a half,  and  which  were  the  results 
that  he  presented  to  the  Congress.  So,  once  again,  let's  not  lose  sight 
of  what  the  goal  is.  It's  not  translating  things  into  Spanish.  That's 
great  for  people  that  are  suffering,  but  damn  it,  let's  cure  it.  Let's 
get  it  over  with.  Let  some  man  take  his  position  with  Salk  and  Sabin  and 
Pasteur.  Thank  you. 

ENGLEMAN:  Thank  you  very  much,  Mr.  Mathews.  Any  comment  from  members 
of  the  Commission?  Your  message  is  loud  and  clear  and  I can  only  say, 
"Here,  here."  That's  what  we're  here  for.  I feel,  in  all  fairness  to  you 
and  we  have  no  personal  knowledge  of  what  has  gone  on  in  England,  but  I've 
just  been  told  that  Dr.  Mason  has  had  his  medical  license  revoked  in  May 
of  1975  for  falsification  of  patient  data.  Now,  as  I say,  we're  in  no 
position  to  judge;  but  this  is  an  announcement  that  I just  received. 

MATHEWS:  Well,  he  is  still  on  the  staff  of  at  least  one  hospital,  and 
I've  heard  that  he  had  his  license  revoked,  too.  And,  to  me,  that  really 
doesn't  make  any  difference,  because  he  at  least  is  doing  something.  What 
I'm  trying  to  say  is  we  could  do  it  better  instead  of  having  one  man 
fumble  through  it.  He  suffered  a heart  attack  5 weeks  ago,  but  he  took  3 
days  off  and  came  right  back.  And  he  doesn't  say,  "Pay  me  first."  It  was 
long  toward  the  end  of  the  treatments  before  money  was  ever  even 
mentioned.  A lot  of  people  have  even  gone  over  there  and  gotten  the 
medicine  and  the  treatments  and  left  before  the  subject  of  money  came  up. 
So  I'm  not  defending  Dr.  Wyburn-Mason  directly,  but  I am  defending  his 
dedication. 

ENGLEMAN:  Good.  Yes,  Mrs.  Melich. 

MELICH : Have  you  ever  had  those  pills  analyzed  here  in  the  United 
States? 

MATHEWS:  No,  ma'am,  I sure  haven't.  But  the  reason  I have  these  is  I 
hope  to  find  someone  who  can  do  it  for  me.  I was  never  too  good  in 
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analytical  chemistry,  but  I hope  I can  find  someone  that's  interested 
enough  to.  I'd  be  willing  to  pay  to  know  that  these  are  really  what 
they're  supposed  to  be. 

ENGLEMAN:  May  we  now  call  on  Mrs.  Wathen? 


TESTIMONY  CF 
NIT A K.  WATHEN 
LAY  FORUM  EVALUATOR 
ARTHRITIS  ADVISORY  COMMITTEE 
TEXAS  REGIONAL  MEDICAL  PROGRAM 

WATHEN:  Though  we  all  agree  that  more  funds  for  research  and  for 

fellowships  to  train  rheumatologists  to  apply  the  new  research  techniques 
are  crucial,  many  of  us  in  the  Capitol  Area  Division  of  the  South  Central 
Texas  Chapter  are  vitally  concerned  with  a more  immediate  problem — a 
shorter  ranged  goal--that  of  patient  care  for  today*  s arthritic.  Quite 
often,  due  to  lack  of  adequate  public  education  regarding  the  fact  that 
something  can  be  done  about  the  chronic  pain  and  crippling  effects  the 
various  forms  of  arthritis  take,  the  individual  affected  fails  to  take 
advantage  of  available  treatment.  We  also  feel  the  stress  of  two  other 
major  problems:  scarcity  of  the  specially  trained  doctors,  nurses,  and 
therapists  of  all  sorts  who  are  knowledgeable  of  arthritis  symptoms,  care 
and  treatment;  and  the  extremely  high  costs  involved  for  initial  and 
especially  for  ongoing  treatment  of  such  a chronic  disease. 

We  feel  that  we  have  struck  upon--and  plan  to  implement — a method  of 
treatment  delivery  that  can  greatly  lessen  the  sting  of  both  of  these 
problem  areas.  As  you  will  see  from  this  and  other  testimony,  we  are 
already  making  progress  toward  our  goal  of  establishing  a minimal  care 
unit  in  Austin,  Texas,  as  a free-standing  entity  (not  in  conjunction  with 
a medical  school  or  a teaching  hospital) . To  the  best  of  our  knowledge, 
we  find  that  the  plans  we  have  will  make  this  a unique  facility  in  the 
United  States.  This  minimal  care  facility  is  conceived  of  as  being  a 
place  where  the  arthritic  can  come,  along  with  family  members,  from  any 
place  in  Texas  or  even  beyond  to  learn  to  manage  his/her  own  disease  in 
his/her  own  home  and  business  environment. 

Here  are  some  of  the  ways  in  which  we  feel  that  such  a method  of 
treatment  delivery  would  help  to  combat  the  two  major  concerns  expressed — 
inaccessability  of  trained  personnel  and  gigantic  costs  involved: 

1.  Austin  is  blessed  with  not  only  2 of  the  20  rheumatologists  in 
Texas,  but  also  with  a growing  group  of  nonspecialist  physicians  and  of 
nurses,  physical  therapists,  occupational  therapists,  vocational 
rehabilitation  counselors,  psychologists  and  social  workers,  who  are 
aware,  concerned,  and  knowledgeable  about  arthritis  and  arthritic  care. 
We  expect — as  do  the  above  mentioned  people  who  are  working  with  us  to 
accomplish  this  goal — that,  due  to  the  short  duration  of  the  average  stay 

and  the  greatly  lessened  cost  of  this  type  of  care,  people  can  afford  to 

come  to  this  minimal  care  unit  from  other  areas,  even  as  far  away  as  the 

Rio  Grande  Valley,  west  Texas,  the  panhandle,  or  even  farther  to  take 
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advantage  of  their  expertise,  thus  making  suitable  professional  help 
available  to  a larger  number  of  people. 

2.  Currently,  our  thinking  would  be  to  have  possibly  a "live-in" 
director  (maybe  a nurse)  to  coordinate  the  individual's  patient  care.  The 
rheumatologists  will  make  daily  rounds;  and  at  least  twice  daily  each 
client  would  receive  individualized,  even  if  group  administered,  physical 
and/or  occupational-recreational  therapy  as  needed. 

3.  The  simplicity  of  the  basic  facility  is  conceived  to  be  one  of 
the  greatest  assets.  Initially  we  are  planning  to  be  able  to  accommodate 
6 to  10  patients/families  in  a motel-like  setting,  thus  eliminating  the 
costly  housekeeping  and  nursing  services  necessary  in  hospitals.  There 
will  be  no  food  service  as  eating  establishments  will  be  nearby,  or  the 
patients  may  care  to  prepare  meals  themselves  in  our  "model"  or  "test" 
kitchen  which  will  be  designed  and  equipped  with  a wide  variety  of  O.T. 
devices.  These  may  range  from  revolving  shelves  to  counter  weighted  mixer 
stands  to  simply  longer,  thicker  handled  utensils.  The  bathrooms  will  be 
similarly  equipped  so  that  the  patient  can  discover  by  trial  and  error 
which  devices  can  aid  in  his  disease  management  regime  without  having  to 
buy  them  first. 

4.  Depending  on  the  individual's  emotional,  family  counseling,  or 
other  personal,  nonmedical  needs;  we  plan  to  be  able  to  arrange  on-site 
consultations  with  medical  social  workers,  psychologists,  vocational 
rehabilitation  counselors  and  other  helpful  personnel.  These  will,  of 
course,  be  individually  tailored  sessions  but  may  often  be  done  in  groups, 
as  arthritics  tend  to  find  that  their  condition  leads  them  into  similar 
personal  complications.  This  again  would  be  a cost  minimizing  factor. 

5.  After  being  shown  how  and  what  benefits  can  be  derived  from 
regular  medications,  continuous  therapy,  various  occupational  devices,  and 
being  . started  on  the  right  track  toward  solving  their  emotional/personal 
complications,  it  is  supposed  that  the  patient  and  his  more  understanding 
family  can  go  home  and  apply  the  self-help  techniques  which  they  have 
learned.  However,  if  indicated  the  MCU  personnel  and  consultants  could 
write  "prescriptions"  for  recommended  follow  through  on  the  part  of  the 
patient's  local  physician  or  allied  health  professional. 

6.  Of  course,  financing  is  a two-pronged  problem; 

a.  From  the  patient's  viewpoint  we  are  working  on  securing 
third  party  payment  for  such  an  "in/out  patient"  facility.  This 
procedure  has  certainly  been  facilitated  by  the  excellent 
groundwork  of  awareness  of  the  arthritics  insurance  coverage 
problems  laid  by  the  first  two  Texas  Annual  Governor's 
Conferences  led  by  Dr.  Earl  Brewer  of  Houston.  Insurance 
Commissioner  Joe  Christie  and  specific  carriers  have  been  in 
related  discussions  for  about  1 year  now. 

b.  The  actual  financing  of  the  center  is,  of  course,  of  prime 
importance.  During  this  planning  stage,  we  have  begun  securing 
arthritic  therapy  devices  and  other  self-help  aides  and  have 
placed  them  for  the  use  of  the  needy  arthritic  at  the  Capitol 
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Area  Rehabilitation  Center  in  Austin.  This  is  a nonprofit, 
multi-funded,  overcrowded  facility  with  an  excellent  staff  which 
administers  treatment  with  a prescription  from  a doctor  on  a 
sliding  scale  based  on  the  patient's  ability  to  pay. 
Consequently,  we  are  already  beginning  to  achieve  our  goals  of 
making  more  suitable  treatment  available  to  more  people  at  less 
cost.  The  South  Central  Texas  Chapter,  and  especially  the 
Capitol  Area  Division,  is  pursuing  the  availability  of  grants 
from  various  foundations,  revenue  sharing, the  National  Arthritis 
Foundation,  and  now  hope  we  would  also  be  considered  for  funding 
by  the  National  Arthritis  Act. 


Personally,  I am  not  an  arthritic — at  least  not  yet.  My  involvement 
in  the  Arthritis  Foundation  began  in  1967  when  my  international  sorority. 
Alpha  Omicron  Pi,  in  convention,  elected  to  adopt  the  Arthritis  Foundation 
in  the  U.S.A.  and  the  Canadian  Rheumatism  Association  in  Canada  as  its 
International  Philanthropic  Project.  That  fall,  several  of  our  AOPi 
alumnae  joined  with  the  three  or  four  interested  Austinites  to  form  an 
active  Capitol  Area  Board  of  Directors.  We  soon  became  a division  of  the 
South  Central  Texas  Chapter.  Since  that  time,  I have  served  in  every 
office  at  the  division  level,  just  completing  two  terms  as  chairman  and 
currently  serving  again  as  secretary.  Since  the  1969-70  year,  I have 
served  on  the  South  Central  Texas  Board,  and  I am  currently  serving  a 
second  term  as  secretary.  In  1974,  I was  elected  to  become  a Governing 
Member  to  the  National  Board  of  Directors,  and  was  quite  fortunately  able 
to  attend  the  annual  meeting  of  the  National  Arthritis  Foundation  in  New 
York.  We  hosted  the  Region  VII  meeting  this  year  in  San  Antonio.  For  the 
past  15  months  or  so,  I have  served  as  a member  of  the  Arthritis  Advisory 
Committee  of  the  Texas  Regional  Medical  Program  in  the  capacity  of  Lay 
Forum  Evaluator. 

In  short,  I have  seen  firsthand,  and  at  various  levels,  the  suffering, 
the  lost  time  and  uncountable  dollars  expended  on  both  suitable  and  quack 
type  arthritis  treatment.  Forums  have  been  conducted  in  areas  such  as  the 
Texas  Rio  Grande  Valley  where  they  didn't  even  know  that  there  was  such  an 
entity  as  a "legitimate"  arthritis  specialist--never  even  heard  of  a 
rheumatologist,  only  of  the  "miraculous  clinics"  across  the  Mexican 
border.  So  it  must  be  evident  that  far  too  little  money  is  available  for 
any  of  the  worthwhile  arthritis  activities. 


Again,  I would  like  to  call  to  your  attention  to  the  arthritic  who  is 
currently  suffering,  currently  being  a drain  on  our  economy.  Please  think 
of  this  person  as  well  as  those  yet  to  be  born  who  may  never  know  this 
suffering  and  heartache  because  they  may  have  taken  a newly  created 
vaccine.  Among  the  available  patient  care  activities  and  facilities, 
please  keep  in  the  forefront  of  your  thinking  the  good  that  the  money 
spent  on  the  Austin,  Texas  Minimal  Care  Unit  will  do.  Consider  how  many 
lives  it  can  touch  now,  how  much  suffering  it  may  help  to  alleviate  now, 
and  how  these  patients  may  he  able  to  return  to  a productive,  tax- paying 
status  again  with  this  help.  Thank  you  for  your  attention  and 
consideration. 


ENGLEMAN:  Thank  you  very  much,  Mrs.  Wathen. 
Farley,  please? 


May  we  call  on  Pam 
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SUBMITTED  STATEMENT  OF 
PAM  FARLEY,  O.T.R. 

CHAIRPERSON,  ALLIED  HEALTH  COMMITTEE 
CAPITOL  AREA  DIVISION,  ARTHRITIS  FOUNDATION 

It  is  with  great  concern  that  this  statement  is  written.  All 
arthritis  sufferers  should  have  the  right  to  comprehensive  medical  and 
rehabilatative  services  regardless  of  socioeconomic  status,  age  or 
residential  location.  Monies  are  needed  for  services  that  will  provide 
diagnosis,  rehabilitative  and  vocational  training,  and  maintenance  for 
optimum  function  for  all  arthritics. 

Minimal  care  facilities  should  be  established  on  a regional  basis  to 
provide  low  cost,  quality  services  specially  designed  for  the  arthritic 
person. 

Comprehensive  home  health/homemaker  services  should  be  made  available 
to  any  arthritic  person  as  an  alternative  to  nursing  home  care  and  a 
method  of  retraining  persons  to  independent  functioning. 

Community  programs  including  arthritis  clubs,  telephone  reassurance 
programs,  and  special  population  recreation  groups  require  monies  for 
funding.  These  programs  help  towards  providing  health  maintenance  and 
developing  coping  mechanisms  within  the  arthritic  individual. 

Training  programs  need  to  be  increased  and  improved  in  order  that 
physicians  and  allied  health  personnel  can  provide  quality  services  for 
arthritic  sufferers. 


TESTIMONY  OF 
PAM  FARLEY 

FARLEY:  Thank  you.  Ladies  and  gentlemen  of  the  Committee: 

My  name  is  Pam  Farley  and  I am  a registered  occupational  therapist, 
but  I come  here  wearing  several  hats.  I am  the  Chairperson  of  the  Allied 
Health  Committee  with  the  Capitol  Area,  which  is  the  Austin  area  of  the 
Arthritis  Foundation.  I am  also  Supervisor  of  Rehabilitation  Therapies 
with  the  Austin-Travis  County  Health  Department. 

One  of  my  main  reasons  for  wanting  to  have  this  opportunity  to  talk 
today  is  for  the  past  2 1/2  years  I've  been  involved  with  some  outreach 
work  dealing  with  chronic  patients  many  of  whom  were  arthritis  sufferers. 
The  outreach  work  has  been  that,  specifically,  of  home  visits,  of  being 
involved  with  people  other  than  the  arthritis  sufferer.  I think  we've 
heard  a lot  today  about  the  arthritis  sufferer,  but  I've  shaken  hands  many 
times  with  maybe  the  person  that's  suffering  more;  and  that  may  be  a 
spouse,  or  a child,  or  somebody  else  in  the  family.  I would  like  us  to 
give  some  consideration  to  this  factor:  arthritis  affects  everybody. 

I feel,  too,  that  many  of  the  people  that  I've  been  working  with  are 
in  the  lower  income  brackets.  Many  of  them  are  black  or  Chicano;  some  of 
them  are  white,  but  most  of  them  have  low  incomes.  We  might  be  aware  of 


4-310 


Houston,  Texas 


December  10,  1975 


something  that  would  help  make  life  considerably  easier,  but  money  is  not 
available.  There  are  certain  agencies  that  may  provide  certain  items,  but 
only  limited  service  is  provided  in  many  cases  Therefore,  what  I would 
really  like  to  discuss  is  that  arthritis  services,  physicians  services, 
rehabilitation  services,  should  be  available  to  all  arthritics — not 
dependent  on  whether  they're  rich;  not  dependent  on  whether  they  can  get 
to  some  facility. 

I would  also  like  to  see  minimal  care  facilities  established.  I think 
as  a therapist  I'm  very  aware  of  how  an  acute  hospital,  or  an  acute 
hospital  that  may  have  a rehabilitation  wing,  is  often  not  geared  for  the 
short  term  care  that  might  be  required.  We  are  talking  about  self-help, 
about  getting  people  to  learn  to  live  constructive  lives,  not  to  be  done 
for,  but  to  learn  to  do  and  want  to  do  for  themselves.  We  can't  motivate; 
motivation  comes  from  within.  I would  like  to  see— and  now  I'm  talking 
about  community  services--I  would  like  to  see  homemaker/home  health 
services  be  provided  as  an  alternative  to  nursing  home  care,  far  more 
consistently  than  it  is  right  now.  I have  personally  seen  many  a 
household--and  this  may  be  an  arthritic;  it's  usually  someone  with  a 
chronic  disease--but  here  we're  talking  about  arthritis,  where  a homemaker 
has  just  been  the  bridge  from  a nursing  home  placement  to  being  able  to 
live  still  within  the  community. 

I'd  like  to  encourage  allocation  of  monies  for  community  type 
organizations  to  sponsor  arthritis  self-help  clubs,  telephone  reassurance 
programs  and  equipment  loan  closets.  I feel  that  these  very  real  things 
are  what  can  deal  with  hope  and  what  can  help  a patient,  a person,  a 
family  cope,  and  that's  what  life's  all  about. 

I am  very  sympathetic,  too,  that  consideration  be  given  to  training, 
training  and  education  in  all  areas,  to  the  arthritic  and  to  the  family. 
I have  really  recently  become  aware  of  the  family.  I've  heard 
intellectually  of  the  family,  but  emotionally  I'm  now  aware  of  the  family. 
The  family  really  needs  education  and  needs  support.  I would  really  like 
to  see  money  allocated  in  that  kind  of  area.  I'd  like  to  see  training 
programs  be  established  for  physicians  and  allied  health  people 
specifically.  Thank  you. 

ENGLEMAN:  Thank  you  very  much,  Pam.  Yes,  did  you  want  to  say 
something.  Bill?  You've  noticed  some  of  the  members  of  the  Commission 
fading  away.  It's  no  expression  or  manifestation  of  lack  of  interest, 
it's  just  that  they've  got  a plane  that  they've  got  to  make.  I want  to 
congratulate  you  for  this  description  of  the  self-care  center.  I think 
it's  a tremendous  undertaking  and  one  that  may  well  be  a model  for  others 
throughout  the  country.  You  have  indicated  that  you'd  like  to  see 
everybody  get  the  benefit  of  this,  and  this  is  utopia.  Our  funds,  if  we 
get  them,  are  going  to  be  limited.  Would  you  have  any  objection — serious 
criticism--because  of  the  restriction  of  funds,  if  this  kind  of  a unit 
were  attached  to  a teaching  center  so  that  the  students  and  young  doctors 
would  get  the  benefit  of  this  kind  of  important  exposure?  I got  the 
feeling  from  Mrs.  Wathen  that  these  were,  by  golly,  being  done  in  places 
where  there  was  no  medical  school  or  teaching  hospital.  But  you  wouldn't 
have  any  serious  objection  to  it,  would  you? 
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WATHEN:  We'd  be  delighted  if  it  could  be  done  there  also.  I do 
certainly  appreciate  the  limitation  of  funds  and  we  are  currently  planning 

to  eventually  have  a similar  facility  in  the  Austin  area  where  we  feel 

there  is  a lack  of  treatment  care  as  there  is  every  place  else.  But  if 
Dr.  Goehrs  and  his  associates  and  the  various  health  professionals  that 
we've  worked  with,  including  Pam  Farley,  would  be  working  through  this, 
and  it's  entirely  possible  that  we  would  have  people  from  the  San  Antonio 
Medical  School,  like  a possible  residency  type  thing.  But  we  would  be,  in 
Austin,  grateful  for  any  assistance  we  could  have.  We  would  be  very 

appreciative  if  we  could  start  a nationwide  type  of  program,  but  we  do 
intend  to  proceed  with  our  plans  to  have  one  in  Austin. 

ENGLEMAN:  By  all  means.  Dr.  Lewis,  any  comment  or  question? 

LEWIS:  No,  other  than  the  fact  that  this  happens  to  be  the  first  time 

I've  heard  a witness  say  verbally  that  he  or  she  is  concerned  about 

programs  for  minorities.  In  many  instances  our  witnesses  and  many  of  our 
spectators  have  not  represented  the  minority  groups  and  the  disadvantaged. 
They  represent  the  middle  class,  upper  class  persons  who  have  been  capable 
of  having  the  funds  to  do  whatever  can  or  can't  be  done  for  them.  At 
least  they've  had  the  money. 

FARLEY:  May  I respond  to  that? 

LEWIS:  Certainly. 

FARLEY:  I would  like  to  say  that  we  have  started  a self-help  group  for 
arthritics  in  the  Austin  area.  Most  of  these  people  are  classified  as 
"home  bound".  Several  of  them  would  love  to  have  been  here  today,  but  a 
drive  from  Austin  to  Houston  would  be  out  of  the  question.  I'm  delighted 
to  represent  them. 

ENGLEMAN:  Thank  you  very  much.  Mrs.  Melich,  yes. 

MELICH : I don't  care  who  answers  this — any  one  of  you  who  thinks  it's 

applicable.  I would  like  to  know  if  you  have  a feeling  about  any  ethnic 
group  feeling  like  they're  out  in  the  fringes.  What  are  the  reasons  for 
people  actually  coming  to  specific  centers  or  units,  or  whatever,  for  help 
in  arthritis?  We  have  heard  several  comments  to  the  effect  that  maybe 
they  feel  that  they're  being  ostracized  and  it  is  not  for  them.  What 
motivates  them  to  come  to  these  particular  units,  and  what  would  you 
suggest  to  help  people  like  that? 

FARLEY:  I'm  not  sure  that  I can  answer  what  would  motivate  them  to 

come  to  units. 

MELICH:  Or  any  of  those  particular- 

FARLEY : Right.  What  I could  talk  about--when  we  started  the  group, 
which  is  composed  mainly  of  black  and  Chicano  women — we  had  a hard  time 
getting  them  to  come.  Many  of  them  had  not  been  outside  the  door,  except 
to  a physician  _ visit  or  to  a clinic  visit  at  the  hospital,  for  years 
some times- -certainly  months.  So,  we  had  to  put  a lot  of  energy  into  going 
and  talking  and  getting  them  to  call  each  other  on  the  phones,  if  they  had 
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a phone.  And  it  took  a lot  of  effort,  a lot  of  leg  work,  and  a lot  of 
people.  Right?  One  of  the  things  that  has  been  the  most  helpful  is  a van 
that  our  local  recreation  department  has  equipped  with  a hydraulic  lift 
and  with  wheelchair  ties,  and  we  can  bring  five  or  six  people  in  a 
wheelchair.  I think  some  of  the  people  that  are  coming  to  the  groups  that 
have  been  developed  as  minority,  ethnic  groups,  it  would  have  been  a lot 
easier  for  them  to  get  to  a middle  class  group  because  there  would  have 
been  somebody  to  drive  a car;  somebody  to  assist  them  to  get  into  a car, 
to  put  their  wheelchair  in  the  back.  But  it  takes  a lot  of  counseling. 

MELICH:  You  do  realize  then,  of  course,  the  problems  of  transportation 
as  being  one  of  your  greatest  needs? 

FARLEY:  Transportation?  Sure. 

WATHEN:  I'd  like  to  say  one  brief  thing  to  that.  We,  in  Austin — with 
Barbara  Rocco's  guidance,  initially--we! ve  had  this  ongoing  program  of 
what  we've  called  an  "arthritis  information  club",  and  it's  evolved  into 
self-help  groups,  having  this  one  that  Pam's  referring  to  as  a separate 
entity.  We  have  a city-wide  meeting  approximately  once  a month  and  we 
initially  had  it  in  a central  place  and  observed  that  no  matter  what  type 
of  publicity,  or  where  the  posters  were  put,  it  was  the  middle  class  anglo 
who  came.  And  so  we've  taken  the  initiative  to  go  into  the  minority 
communities,  into  the  housing  projects.  They  are  doing  the  same  thing  in 
San  Antonio,  where,  if  you  go  where  the  people  are  that  you  need  to  reach. 

MELICH:  Then  you're  seeking  them  out,  then,  is  this  what  you're 
saying? 

WATHEN:  Well,  you  can  do  either.  It's  really  much  easier  to  hold  a 
meeting  in  the  midst  of  a housing  project  instead  of  transporting  30,  50 
or  80  people.  Also,  we  just  experienced  our  first  bilingual  program.  We 
have  a series  of  slides  from  the  National  Arthritis  Foundation,  and  one  of 
our  allied  health  professionals  who  is  an  R.N.  has  translated  the  script 
into  Spanish,  and  at  the  predominantly  Spanish  speaking  housing  project, 
we  had  this  program  where  for  each  slide  there  was  an  English  and  a 
Spanish  translation. 

ENGLEMAN:  In  behalf  of  the  Commission,  I want  to  thank  all  of  the  very 
excellent  witnesses  for  their  very  excellent  testimony  today,  and  also 
thank  all  of  you  who  have  been  responsible  for  these  splendid  arrangements 
in  this  hotel.  Thank  you  so  much. 
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SUBMITTED  STATEM  ENTS 


EDITH  M.  PRYOR  November  20,  1975 
San  Antonio,  Texas 

I am  a 38-year-old  female  who  is  afflicted  with  rheumatoid  arthritis. 
For  the  past  ten  years  I have  been  involved  in  various  programs  in  the 
Bexar  County  area,  which  was  dedicated  towards  the  treatment  of  arthritis 
in  one  form  or  fashion.  In  all  cases  these  organizations  did  an 
outstanding  job,  considering  what  facilities  were  available  and  the  lack 
of  personnel  staff. 

However,  there  seems  to  be  a dire  need  for  adequate  staffing  of 
various  facilities  in  this  area.  I have  personally  experienced  too  long 
of  a delay  in  between  treatments  and/or  extreme  difficulty  in  acquiring 
appointments  at  these  facilities. 

Based  on  my  experience,  I firmly  believe  urgent  assistance  is  needed 
in  properly  staffing  of  facilities  in  the  local  area,  implementation  of 
long  run  group  participation  programs,  briefings,  etc. 

Your  assistance  to  resolving  this  problem  in  the  Bexar  County  area  is 
urgently  required.  Any  assistance  rendered  would  be  greatly  appreciated. 


PAT  NESBY 
Tomball,  Texas 

My  name  is  Pat  Nesby.  I am  14  years  old.  I have  rheumatoid 
arthritis.  My  doctor  asked  me  to  write  you  this  letter  so  they  could  get 
some  funds. 

I was  told  that  I had  rheumatoid  arthritis  about  a year  and  a half 

ago. 

I went  into  the  hospital  hurting,  but  not  too  bad.  I came  out  in 
almost  unbearable  pain.  I was  real  disappointed  because  usually  you  went 
in  and  came  out  better  than  when  you  went  in.  I came  out  worse. 

I didn't  like  the  pain  but  I was  told  I was  going  to  feel  it  all  the 
time.  It  goes  on  every  minute  of  the  day.  It  is  always  there.  I don't 
tell  my  friends  that  I have  it,  but  they  know  that  something  is  wrong  with 
me,  because  jl  don't  play  F.E.  and  also  when  we  horse  around  and  one  of 
them  kicks  me  or  hits  me,  they  almost  always  see  me  hit  the  ground  and  see 
me  grit  my  teeth. 

I have  this  allergy  problem  because  every  time  I go  on  a medicine  for 
this  stuff,  I have  a reaction.  I took  aspirin  till  my  ears  rang  and  then 
went  on  to  Tandearil,  Indocin,  Mortrin,  which  helped  me  a lot  and,  just 
when  I thought  I had  it  made,  I had  a reaction. 
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I thought  I could  even  play  basketball  this  year  but  when  I got  that 
reaction  it  just  took  away  my  desire  like  that. 

The  year  before  I got  this  stuff,  I made  the  track  team  and  I ran 
pretty  fast.  I can  probably  run  that  fast,  maybe  faster,  but  I won't  have 
the  same  expression  on  my  face  as  before. 

I try  and  forget  I have  this  stuff  but  every  time  I move  I'm  reminded 
of  it.  I'm  getting  used  to  the  pain  but  that  scares  me.  I don't  think  I 
should  have  to  get  used  to  it. 

That's  my  version,  and  I guess  every  kid  that  has  it  has  the  same 
problems.  I guess  the  thing  that  bothers  us  the  most  is  what  our  parents 
go  through.  I sit  up  at  night  and  hear  them  talking  about  what's  the 
right  thing  to  do.  They  would  go  without  eating  to  have  me  stop  hurting. 
They  don't  like  this  stuff.  Stuff  is  the  right  name  for  it. 

If  more  research  was  able  to  be  done,  I think  devoted  men  like  Dr. 
Brewer  will  find  a cure,  a little  more  money  would  not  hurt. 


DOROTHY  McCARTY  December  3,  1975 

Houston,  Texas 

I would  like  to  attend  the  public  hearing  December  10  in  Houston  at 
the  Stouffer  Hotel. 

I would  like  to  know  why  doctors  know  so  little  about  collagen  disease 
of  rheumatoid  arthritis  origin.  I have  had  4 doctors  and  each  one  tries 

something  different  but  none  seem  to  know  the  treatment.  I have 

peripheral  neuropathy  caused  by  infections  from  collagen  and  was  in  rest  1 

1/2  years,  1969-1971,  at  point  of  death  but  recovered  enough  to  be 

discharged  March,  1971.  I run  a low  grade  fever  and  my  joints  in  hands 
and  feet  twist  and  swell,  also.  I have  also  gotten  diabetes  mellitus, 
adult  onset,  diverticulosis  and  histoplasmosis  granuloma  removed  from 
upper  rear  of  right  lung.  I walk  with  a 4 legged  walker  and  still  fall 
when  I stub  my  toe  or  back  against  anything.  Is  there  any  research  on 
cause  and  treatment  of  collagen  other  than  Haldrone?  I also  have  sciatica 
of  right  hip  and  leg  when  I walk  too  much. 

If  I wrote  too  late  to  testify,  can  I be  admitted  to  hear  the 
proceedings? 


ADULT  DAY  CARE  CENTER  December  5,  1975 
Austin,  Texas 

The  majority  of  our  elderly  have  problems  with  arthritis,  some  much 
worse  than  others.  Some  have  difficulty  working  with  their  hands  while 
others  ache  in  their  backs,  sides,  etc.  There  are  those  that  have  pains 
in  their  legs  and  knees  making  walking  or  sitting  for  long  periods  of  time 
quite  painful. 
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Our  worse  case  is  Benjamin  Johnson  who  finds  walking  difficult, 
although  he  never  misses  a day  at  our  center. 

The  average  age  is  75  years.  Perhaps  better  equipment  might  help  ease 
some  of  the  pain  that  accompanies  arthritis.  Presently,  we  are  using  old 
wooden  chairs  which  are  very  low  to  the  ground.  It  is  uncomfortable  for 
them  to  sit  all  day  in  these  chairs,  but  funds  are  not  available  to 
purchase  better  furniture. 

Although  their  pain  is  constant,  they  find  relief  in  the  friendships 
made  at  the  center  and  they  seldom  miss  a day  except  when  health  keeps 
them  home. 


KENNETH  E.  SACK,  M.D.  November  26,  1975 
Houston,  Texas 

Regarding  our  recent  telephone  conversation  the  following  are  my 
thoughts  concerning  the  needs  of  our  area  pertaining  to  the  care  of 
rheumatologic  patients. 

I believe  the  problem  breaks  itself  down  into  two  major  areas,  one 
concerning  the  diagnosis  of  the  patient  with  rheumatic  disease  and  the 
other  concerning  treatment  and  followup.  In  terms  of  the  problem  of 
diagnosis,  there  is  a very  great  need  for  an  increase  in  facilities  and 
personnel  to  perform  not  only  routine  laboratory  tests,  but  also  studies 
that  were  previously  considered  esoteric  but  are  now  becoming  much  more 
essential  to  the  modern  rheumatologist.  There  is  a need  for  several 
laboratories  of  this  type  in  Houston  in  order  to  keep  abreast  of  the 
recent  developments  taking  place  throughout  the  country.  Along  the  same 
line  there  is  a great  need  to  be  able  to  provide  these  services  to 
patients  with  marginal  incomes.  There  are  a number  of  patients  who  do  not 
qualify  for  third  party  benefits  yet  who  are  quite  unable  to  afford  what 
we  would  consider  optimal  care. 

The  above  line  of  thinking  also  pertains  to  treatment  and  subsequent 
followup  of  rheumatologic  patients.  The  major  difficulties  in  this  area 
relate  to  followup  laboratory  tests,  supply  of  medications,  and  the 
institution  of  a rigorous  program  of  physical  and  occupational  therapy. 
Again,  the  individual  with  borderline  income  suffers  immensely  in  this 
area.  In  this  same  vein  there  is  a striking  need  for  increased  facilities 
and  personnel  in  the  much-needed  area  of  physical  rehabilitation,  the 
backbone  of  rheumatologic  patient  care. 

The  fields  of  rheumatology  and  immunology  overlap  greatly  and 
currently  there  is  an  explosion  in  the  field  of  knowledge  concerning 
immunologic  disorders.  Major  breakthroughs  in  both  the  pathogenesis  and 
treatment  of  rheumatologic  diseases  are  imminent.  Every  effort  should  be 
made  to  provide  research  funds  in  this  vitally  important  area. 

In  summary,  there  are  many  important  needs  concerning  the  field  of 
rheumatology  in  this  area,  and  I think  that  this  is  aptly  reflected  in  our 
recent  discussions  concerning  my  own  particular  needs  regarding  funds  for 
laboratory  facilities  and  rheumatology  outpatient  care.  I do  not  feel 


4-316 


Houston,  Texas 


December  10,  1975 


that  it  would  take  an  excessive  amount  of  money  to  greatly  improve  care 
and  management  of  this  often-neglected  patient  population. 

If  I can  answer  any  further  questions  please  do  not  hesitate  to  call 
on  me. 

I 

MRS.  JAMES  L.  BREAUX  December  1,  1975 
Beaumont,  Texas 

A year  of  anxiety  and  frustrations  caused  by  watching  my  father  go 
from  an  independent,  active  76-year-old  man  to  one  who  became  an  invalid 
in  3 days,  and  twisted  and  drawn  in  less  than  a year,  has  prompted  me  to 
seek  help  and  offer  assistance  in  research  to  the  Arthritis  Foundation. 
The  frustrations  were  probably  more  severe  because  I had  watched  my  mother 
go  through  a 27-year  fight  with  arthritis,  until  so  many  complications 
came  about.  She  lost  her  tattle  3 years  ago. 

My  father  had  a large  spur  caused  by  arthritis,  on  the  7th  vertebra 
which  in  turn  caused  a compressed  spinal  cord.  Surgery  at  Diagnostic 
Hospital  in  Houston  was  successful,  but  damage  to  spinal  cord  caused 
severe  muscle  and  nerve  damage.  Doctors  there  said  that  he  should  regain 
some  use  of  his  tody  within  9 to  12  months.  After  4 months  of  treatment 
and  physical  therapy  under  local  doctors  at  a hospital  and  nursing  home, 
they  discontinued  it  saying  they  felt  any  recovery  was  impossible. 

I accepted  this,  but  it  is  hard  to  accept  the  lack  of  knowledge  and 
care  that  nursing  home  personnel  give  an  arthritic.  Most  of  the  care  is 
by  aids  and  very  few  seem  to  be  aware  of  problems  or  needs.  It  is 
unbelievable  to  walk  in  each  day  and  see  the  positions  a maimed  and 
twisted  invalid  is  left  in.  The  only  physical  therapy  he  gets  is  what  I 
observed  when  he  was  under  therapists'  care.  It  is  hard  to  believe  that 
therapy  should  not  be  continued  in  order  to  relieve  some  of  the  pain  and 
to  keep  patients  such  as  this  from  becoming  completely  stiff  and  drawn. 

If  there  was  an  arthritis  specialist  available  to  care  for  arthritis 
patients,  much  could  be  done  to  improve  the  care  of  such  people  and 
perhaps  even  avoid  situations  which  resulted  in  my  father's  case.  I am 
almost  resentful  of  the  fact  that  the  general  practitioner  whose  care  he 
was  under  for  so  long  did  not  recommend  sooner  Dr.  Donneson,  an  arthritis 
specialist  at  Diagnostic  Hospital  in  Houston.  Neither  was  it  ever- 
suggested  for  my  mother.  I was  unaware  that  there  were  such  specialists 
available  in  this  field. 

In  my  opinion,  this  is  truly  one’  area  of  the  medical  profession  that 
seems  to  be  neglected.  It  is  evident  that  much  needs  to  be  done  in  the 
research  field,  but  until  prevention  and  a cure  can  be  found,  something 
can  be  done  so  that  patients  can  be  cared  for  in  a more  humane  way. 
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THE  HONDO  NEIGHBORHOOD  STAFF  November  17,  1975 

It  is  our  sincere  interest  to  find  out  what  is  being  done  for  our 
citizens  who  are  stricken  with  the  painful  disease  of  arthritis.  It  is 
really  sad  to  see  a person  who  has  this  disease.  We  do  encounter  a few 
who  have  arthritis,  so  we  would  like  to  see  these  people  helped  in  a very 
special  way.  We,  in  our  opinion,  would  prefer  that  these  people  get  the 
attention,  medication,  and  relief  that  they  deserve  since  this  disease  is 
incurable.  We  wish  funds  could  be  situated  in  every  county  so  people 
could  take  advantage  of  the  services  available. 


CRICELDA  CHAVEZ  November  15,  1975 

Del  Rio,  Texas 

This  letter  is  in  reference  to  what  services  we  could  have  in  this 
county  in  regard  to  arthritis. 

As  the  daughter  of  a man  that  has  been  stricken  with  rheumatoid 
arthritis  since  1962,  I feel  that  we  should  have  a therapy  clinic  here 

once  or  twice  a week.  A rheumatologist  that  would  visit  our  city 

regularly  would  help  in  that  our  closest  arthritis  clinic  is  150  miles 

away.  Even  though  some  of  us  have  the  possibility  of  going  to  one,  there 
are  other  people  that  cannot  go  this  far  away. 

In  my  opinion,  these  centers  should  be  sponsored  by  the  Federal 
Government  since  this  disease  is  crippling  millions  of  American  people. 

We  are  helping  fight  this  disease,  but  it  is  not  enough.  With  Federal 
help  maybe  this  clinic  and  rheumatologist  would  be  more  than  a dream. 


MAE  JONES  CASTELLUCCI  November  14,  1975 
Del  Rio,  Texas 

I wish  by  writing  you  to  express  my  deep  desire  to  see  that  every 
effort  be  made  to  institute  a program  to  bring  early  diagnosis  of 
arthritis  to  victims  who  are  now  in  the  early  •'unrecognizable"  stages  as 
well  as  all  future  victims  of  the  disease.  This  early  detection,  combined 
with  a thorough  explanation  of  the  prevention  of  crippling  through 
medication,  could  reach  victims  at  the  ideal  time  in  the  onset  of  the 
disease,  before  they  settle  into  a lifestyle  of  gradual  acceptance,  not 
knowing  that  prevention  of  crippling  and  alleviation  of  pain  is  almost 
comparable  to  a cure  to  a victim  of  arthritis. 

At  the  present  time  caring  for  the  arthritically  crippled  aged  in  this 
country  costs  the  Federal  Government  so  much  more  than  it  would  if  the 
future  victims  of  arthritis  could  be  kept  productive  and  able  to  care  for 
themselves  in  later  years.  The  effect,  psychologically,  on  such  a large 
percentage  of  our  population  suffering  from  arthritis  "to  do  for 
themselves",  and  to  maintain  dignity  and  independence  for  as  long  as 
possible,  far  exceeds  in  importance  the  extension  of  life  solely  through 
scientific  advancements. 
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ROBEFT  J.  ROBERTS  November  15,  1975 
Del  Rio,  Texas 

This  letter  is  to  help  inform  you  of  the  great  need  for  improved  care 
for  people  afflicted  with  arthritis.  I have  had  occasion  to  talk  with 
many,  as  I am  a arthritic  myself,  who  say  that  there  is  much  they  need  in 
the  way  of  help.  This  includes  education  for  our  local  doctors,  a therapy 
clinic,  and  most  of  all,  a source  of  facility  to  get  aid  for  those  who  do 
not  have  the  financial  ability  to  get  the  proper  diagnosis  for  their 
disease  and  the  medication  to  be  able  to  lead  a normal  life.  This  may  not 
be  as  expensive  as  it  may  seem.  If  these  people  are  properly  treated  and 
returned  to  a normal  productive  life,  they  will  be  kept  off  the  welfare  or 
disabled  rolls. 

But  we  are  relatively  isolated  from  the  mainstream  of  activity.  We 
need  the  professional  know-how  and  facilities  in  this  area.  I hope  this 
plea  does  not  sound  like  a charity  ploy  as  we  have  a good  productive 
community  which  is  continually  growing.  This  area  is  ideal  for  retirement 
and  has  attracted  many  to  our  community  already.  We  are  looking  to  the 
future  where  all  people  have  an  equal  opportunity  to  prosper.  I think 
that  these  people  who  have  arthritis  are  a great  potential  to  our 
community,  our  work  force,  our  potential  growth  and  prosperity.  Let's 
give  them  a chance  to  prove  their  worth. 

In  summation,  I wish  to  state  that  if  we  can  help  people  in  their 
early  stages  of  arthritis,  we  won't  have  to  spend  so  much  in  the  future. 


ZILPHEN  SCALES 

South  Central  Texas  Chapter,  A.F. 

Since  most  of  our  members  are  elderly  and  on  very  small  incomes,  we 
have  many  needs. 

(D  We  are  in  dire  need  of  two  wheelchairs  at  this  time. 

(2)  We  need  potty  seats  and  bed  pans. 

(3)  We  need  bathtub  seats  and  bathtub  spray  hoses  to  aid  in  taking 
baths.  It  would  be  nice  to  have  a number  of  these. 

(4)  So  many  need  help  to  prepare  themselves  to  go  to  the  meeting  or 
to  the  free  lunch. 

(5)  So  many  do  not  have  the  information  about  what  is  available,  we 
are  trying  to  fill  this  need  now. 

(6)  I keep  in  touch  by  telephone  with  some  of  the  members  that  I have 
never  met.  They  are  awaiting  surgery  and  cannot  get  out. . We 
send  them  a list  of  all  members'  names,  addresses,  telephones, 
etc.  Our  next  project  is  sending  birthday  cards  to  each  member 
donated  by  the  members.  We  feel  this  will  really  help  each 
individual  to  knew  someone  cares. 
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I sincerely  hope  the  foundation  can  continue  to  help  in  this  much 
needed  way.  May  God's  blessing  be  upon  you  and  the  interested  parties  who 
help  you. 


CINDY  DILLAPLAIN  November  13,  1975 
San  Antonio,  Texas 

As  Director  of  a San  Antonio  Hospital's  Physical  Therapy,  I have  seen 
many  arthritics  as  patients.  Our  hospital  serves  in  a low  income  area  of 
the  city  and  we  average  about  70  percent  Medicare  patients.  After 
discharge  from  the  hospital,  many  patients  are  referred  for  outpatient 
physical  therapy  by  their  doctors.  Very  few  of  these  patients  can  arrange 
for  a ride  to  the  hospital  for  therapy  because  of  financial  problems. 
They  simply  go  without  the  help  they  need. 

There  is  a definite  need  for  a team  of  allied  health  workers  that 
could  maintain  a "home-visit"  program.  Not  only  could  therapy  be  provided 
but  other  patient  needs  could  be  met.  The  patient's  surroundings  could  be 
modified  to  provide  the  proper  self-help  devices  to  enable  the  patient  to 
be  independent. 

Money  that  is  spent  for  a qualified  team  of  professionals  to  work 
within  the  low-income  communities  would  be  money  directed  toward  REAL 
rehabilitation . 


TERRIE  FREDLEY  November  17,  1975 

Austin,  Texas 

It  has  been  brought  to  my  attention  that  written  documentation  to 
support  the  need  for  increasing  and  improving  health  care  delivery 
services  to  people  with  arthritis  is  being  sought  by  the  National 
Arthritis  Commission. 

As  Chief  Physical  Therapist  at  St.  David's  Hospital  in  Austin,  Texas, 
I interact  with  arthritic  patients  on  a daily  basis.  I personally  feel 
that  there  is  an  unmet  need  in  the  community  for  people  afflicted  with 
arthritis  in  the  following  areas: 

Expansion  of  services  to  include: 

(1)  Development  of  a minimal  health  care  unit  where  patients  can 
benefit  from  physical  and  occupational  therapy  without  the 
overhead  incurred  by  hospital  admission. 

(2)  More  training  for  medical  and  allied  health  personnel  in  the 
areas  of  treating  arthritis  and  referring  potential  candidates  to 
vocational  rehabilitation. 

(3)  Funding  a mobile  van  unit  that  would  be  available  to  arthritic 
patients  (especially  the  wheelchair  bound)  to  get  to  and  from 
physician  and  therapy  appointments. 
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(4)  Development  of  recreational  programs. 

(5)  Inclusion  in  the  meals-on-wheels  program  at  the  local  level. 

(6)  Financial  aide  to  the  non-Medicare , non-insurance  group  of 
arthritics. 

I sincerely  hope  that  this  information  will  expedite  funding  in  these 
areas. 


W.  MALCOLM  GRANBERRY,  M.C.  November  20,  1975 
Houston,  Texas 

I have  been  asked  to  give  testimony  regarding  the  needs  of  patients 
with  rheumatoid  arthritis.  I work  closely  with  Dr.  Earl  Brewer  and  share 
his  feelings  completely  (please  refer  to  his  letter).*  The  child  with 
arthritis  of  course  will  be  crippled  all  of  his  life  and  the  total  hours 
of  suffering  and  incapacitation  are  much  greater  than  in  the  adult. 
Paradoxically  very  little  attention  is  given  to  the  child  with  arthritis 
in  terms  of  medical  treatment,  and  orthopedic  treatment  is  only  in  its 
infancy.  The  field  of  orthopedics  in  the  child  with  juvenile  rheumatoid 
arthritis  is  virtually  untapped  and  has  only  recently  become  a topic  for 
instructional  research  and  development. 

Though  I am,  of  course,  biased,  I feel  that  there  is  a crying  need  for 
attention  and  improvement  in  the  orthopedic  care  for  children  with 
juvenile  rheumatoid  arthritis. 

In  the  Houston  medical  center  complex  there  are  institutes  and  centers 
for  the  study  and  treatment  of  several  distinct  diseases,  and  I strongly 
feel  that  a center  for  the  care  and  investigation  of  arthritis  is  sorely 
needed. 

In  the  past  a great  deal  of  effort  and  expense  has  been  expended  in 
research  to  determine  the  basic  cause  of  rheumatoid  arthritis,  and  I 
centainly  think  that  this  should  be  continued.  I feel,  however,  that  more 
attention  and  funds  should  be  directed  to  the  primary  care  for  the  patient 
with  arthritis  in  terms  of  relief  of  symptoms  and  physical  disabilities. 

I think  that  arthritis  should  be  classified  as  one  of  the  catastrophic 
illnesses  because  it  strikes  and  cripples  the  young  productive  citizens. 
Our  funding  of  care  is  fine  for  the  indigent  and  the  working  person,  but 
the  patient  stricken  with  arthritis  usually  has  great  loss  of  earning 
capacity.  He  is  unable  to  obtain  insurance  but  is  not  indigent.  He  may, 
in  fact,  not  be  able  to  obtain  any  care  under  our  present  provision  of 
medical  services.  I certainly  feel  that  funds  should  be  distributed  from 
The  National  Arthritis  Act  to  needy  arthritics  to  keep  a productive 
citizen  on  his  or  her  feet. 
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JOHN  P.  SAPP  November  14,  1975 
Del  Rio,  Texas 

I understand  that  the  National  Arthritis  Commission  will  hold  a public 
hearing  in  Houston  on  December  10,  1975.  There  is  a need  for  arthritis 
related  health  services  in  our  area  and  I hope  that  you  will  communicate 
our  need  to  the  Commission. 

The  nature  of  arthritis  works  a special  burden  on  the  people  of  south 
Texas.  Our  area  has  historically  been  isolated  from  the  development  in 
other  areas  of  Texas.  Our  population  as  a whole  is  less  informed  and  the 
per  capita  income  level  is  below  average  for  the  state.  The  result  is 
that  an  individual  suffering  from  arthritis  has  limited  direction  and 
access  to  proper  health  care  facilities.  He  frequently  turns  to  medical 
quacks,  home  remedies,  or  unethical  foreign  doctors  in  seeking  relief  from 
the  chronic  pain  of  arthritis.  Untold  thousands  of  dollars  are  wasted 
each  year  by  individuals  who  have  one  of  the  many  forms  o.f  arthritis. 

We  desperately  need  health  care  facilities  which  would  provide  a 
source  of  information  about  the  disease  and  offer  physical  therapy.  We 
need  facilities  for  trained  medical  personnel  in  order  to  attract  the 
trained  physicians  to  our  community. 

Thank  you  for  your  assistance  in  this  matter. 


MRS.  JERRY  L.  BLAND 
Houston,  Texas 

Juvenile  rheumatoid  arthritis  is  the  name  given  arthritis  in  children. 
Arthritis  in  children  is  worse  than  in  the  older  person,  for  it  inhibits 
their  growth  by  keeping  bones  and  muscles  from  developing,  and  in  some 
cases,  causes  overgrowth  in  one  or  more  joints  or  bones.  It  cripples  and 
deforms  and  robs  the  child  of  a carefree  childhood.  Although  not 
contagious,  it's  terribly  damaging  and  painful. 

There  seems  to  be  little  or  no  public  interest  in  J.R.A.  If  there's 
anything  at  all  that  would  stimulate  interest,  it  surely  would  be  watching 
one's  own  child  change  from  a happy,  well  adjusted,  healthy  child  into  a 
misshapen,  grumpy,  tempermental  individual  who  is  almost  always  in  pain. 

The  arthritic  child  is  very  restricted  in  his  physical  activity,  and 
largely  misunderstood  because  of  his  limitations.  A case  in  point  would 
be  coaches  and  teachers  in  most  schools.  Why,  any  good  coach  knows  that 
if  one  is  to  attain  physical  fitness,  there  must  be  a vigorous  program  of 
athletics.  So  if  the  child  is  not  wheeled  to  class  in  a wheelchair  he 
must  be  able  to  do  situps,  pushups,  run  track,  and  play  football  just  like 
everyone  else.  Not  so.  For  even  if  one  could  remove  the  pain  factor, 
anything  that  jars  the  joints,  aggravates  and  destroys  the  joints.  It's 
quite  enough  for  a small  human  to  have  to  deal  with  the  pain  of  the 
disease,  and  totally  unnecessary  that  he  be  dealt  mental  anguish  by 
teachers  and  peers  simply  because  of  their  ignorance  of  the  disease. 
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I'm  sure  that  it  has  taken  a very  long  time  for  the  powers  that  be  to 
recognize  arthritis  in  children  as  a very  real  and  menacing  health  hazard 
on  the  national  scene.  But  the  recognition  is  not  enough — we  have  to 
begin  to  find  them  and  ease  their  pain,  then  educate  the  public  so  that 
these  young  people  won't  be  treated  as  misfits. 

Clearly,  what  is  needed  is  a well  funded  program  of  research, 
treatment,  and  rehabilitation.  Also  needed  are  public  information 
programs  and  more  and  better  training  for  physicians. 


LOIS  BISSETT  November  19,  1975 
Houston,  Texas 

In  contact  with  arthritic  children  as  a counselor  in  the  Houston 
Independent  School  District,  I see  a great  need  for  funding  to  provide 
intergroup  activities  and  counseling  for  the  children  themselves.  Theirs 
must  be  the  coping  experiences  day  by  day  which  present  a life  situation 
expectancy  of  pain,  frustration,  and  fear.  Let's  help  the  children  to 
discover  potentials  and  share  this  development  with  others  of  like  need. 

I also  recognize  that  educators  are  not  as  aware  as  we  need  to  be  of 
the  physical,  mental,  and  emotional  needs  of  arthritic  children  and  the 
families.  Finally,  it  has  been  my  experience  through  counseling  with 
families  to  find  evidence  of  need  for  early  testing  and  diagnosis  and 
prompt  referral  on  the  part  of  physicians  and  clinics. 

I know  funding  in  these  areas  is  greatly  needed  if  our  arthritic 
children  are  to  participate  joyously  in  the  life  they  must  fight  every  day 
to  live. 


MRS.  GEORGE  WAGNER 

As  a volunteer  worker  for  the  Arthritis  Foundation  for  the  past  9 
years,  I have  become  deeply  involved  with  arthritics  besides  having  a 40- 
year-old  daughter,  Nancy,  from  which  my  interest  stems,  with  rheumatoid 
arthritis.  Working  out  of  my  home  and  with  an  Arthritis  Foundation 
telephone  listing,  I spend  literally  hours  conversing  with  arthritics  and, 
through  these  communications,  it  has  made  me  fully  aware  of  the  tremendous 
sufferings  and  needs  of  arthritics. 

Visiting  the  patient  both  in  the  home  and  hospital,  I see  the  need  for 
physical  therapy  and  clinical  facilities.  I have  had  several  calls  for 
elevated  commode  seats,  walkers,  to  name  a few.  By  the  time  arthritics 
reach  the  surgery  stage,  among  many,  their  financial  status  has  badly 
depreciated,  and  are  unable  to  buy  these  items  to  make  it  easy  for  them. 
I once  spent  an  evening  with  an  arthritic  that  had  just  come  back  from  Dr. 
Liefmann  in  Montreal,  Canada.  He  had  suffered  five  years  with  arthritis 
and  had  heard  about  Liefcort  and,  after  taking  it  less  than  a week,  he  was 
completely  devoid  of  pain.  With  tears  streaming  down  his  cheeks,  he  told 
me  of  all  his  past  suffering  and  how  now  he  was  able  to  live  again. 
Incidentally,  Bobby  Baker  is  now  dead. 
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It  is  so  sad  to  meet  with  the  ambitious  man  not  out  of  his  50' s having 
to  take  retirement.  This  is  a very  emotional  and  depressing  time  of  their 
lives.  One  traumatic  experience  I had  was  visiting  with  a man  who,  in  my 
presence  and  his  wife's,  said  he  was  going  to  take  his  life,  he  just  could 
not  take  the  pain  anymore.  He  finally  agreed  to  surgery,  seemed  to  have 
himself  in  hand  for  awhile  and  then  another  influx  of  pain  engulfed  his 
body.  When  I find  myself  getting  too  involved  with  an  individual,  I just 
have  to  bow  out,  as  it  upsets  me  too  much.  I frequently  run  errands, 

transport  the  arthritic  to  and  from  the  doctor.  This  gives  me  a good 

insight  into  how  well  the  program  is  doing  in  educating  the  doctors  in 
this  area,  as  opposed  to  a lady  telling  me  about  15  years  ago  the  doctor 
told  her  mother  there  was  nothing  he  could  do  to  help  her  and  to  go  home 
and  go  to  bed.  This  she  did  and  to  this  day,  she  has  never  left  it.  I 

obtained  this  information  from  the  then  President  of  the  La  Sertoma  Club; 

it  was  her  mother.  Another  incident  was  a local  doctor  who  was  a believer 
in  cortisone.  He  was  giving  it  to  a lady  I became  acquainted  with  who 
worked  in  a department  store  I frequent.  One  night  she  had  to  be  rushed 
to  Galveston;  they  thought  she  was  going  to  die  from  all  the  cortisone. 
She  was  hospitalized  for  one  month  gradually  withdrawing  her  from  the 
cortisone. 

Desperate  help  is  needed  for  a Thomas  Williams,  a victim  of  psoriatic 
arthritis.  In  between  hand  surgeries,  he  managed  to  graduate  from 
college,  but  was  never  able  to  use  his  education  because  of  the  rapid 
involvement  of  arthritis.  He  was  21  when  he  was  smitten;  Tommy  now  is  28 
and  confined  to  bed.  Tommy  is  scared,  depressed  and  living  in  constant 
pain.  Several  of  his  joints  are  fused,  which  will  reguire  surgery,  only 
to  have  other  joints  fuse.  He  needs  physical  therapy,  although  from  what 
I understand,  special  therapy  is  required  because  something  happens  to  the 
bones  with  psoriatic  arthritis.  His  father  has  had  three  nervous 

breakdowns,  and  is  solely  dependent  on  his  mother  for  his  needs.  The 
mother  has  told  me  they  are  scraping  the  bottom  of  their  life  savings. 

As  for  my  daughter,  she  has  had  one  hand  surgery  some  15  years  ago, 
but  now  faces  a total  reconstruction  job  done  on  her  right  hand.  She  is 
in  the  throes  of  a bad  flareup,  her  left  hand  is  now  involved,  knees,  neck 
and  feet.  Every  step  causes  much  pain.  Nancy  lives  in  New  York  and  has 
the  best  rheumatologists  and  surgeons  available,  but  it  will  not  terminate 
her  arthritis. 

If  I may  sum  up  the  needs  as  I see  them  for  arthritics  in  this  area, 
they  are  as  follows: 

(1)  Programs  on  rheumatology  for  doctors  to  continue,  but  more 
frequently  than  once  a year,  together  with  the  clinic,  both  of 
which  have  made  a tremendous  impact  on  helping  the  local  doctors; 

(2)  Public  programs  for  the  arthritic  to  answer  their  questions  and 
teach  them  to  help  themselves; 

(3)  Physical  therapy  in  the  home  and  perhaps  a program  to  show  simple 
therapy  the  arthritic  could  do  at  home; 

(4)  Equipment  to  make  their  chores  a little  easier; 
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(5)  Transportation;  and 

(6)  Clinical  facilities. 


JAMES  W.  KEMPEF,  M.D.  December  2,  1975 
Houston,  Texas 

I welcome  this  opportunity  to  comment  on  the  needs  of  arthritis 
patients  for  the  National  Arthritis  Commission.  I would  preface  my 
remarks  by  saying  that  I am  a clinical  rheumatologist  engaged  entirely  in 
taking  care  of  patients  with  arthritis  and  rheumatic  diseases.  During  the 
course  of  such  practice  I have  the  privilege  of  teaching  medical  students, 
interns,  and  residents  in  a medical  center  setting. 

The  following  remarks  stress  the  need  for  improvements  in  patient 
care.  I would  like  to  emphasize  that  in  no  way  is  this  intended  to 
diminish  the  obvious  importance  of  continued  strong  support  of  basic  and 
clinical  research.  Without  this,  all  hope  for  progress  in  finding  causes 
and  cures  would  be  lost.  Promoting  the  cause  for  more  funds  for  improving 
patient  care  should  never  be  at  the  expense  of  research  endeavors,  but  an 
addition  to  and  an  application  of  the  results  of  those  endeavors.  I do 
feel  that  there  is  a great  need  to  apply  current  knowledge  to  treatment 
programs  readily  accessible  to  patients  who  need  treatment  for  arthritis 
now. 


As  a practicing  physician  in  this  field,  I am  constantly  confronted 
with  the  fact  that,  despite  great  advances  in  our  knowledge  of  these 
diseases,  modern  methods  of  diagnosis  and  treatment  are  not  consistently 
available  to  many  patients.  The  Manpower  Study  Commission  of  the 
Arthritis  Foundation  has  called  attention,  in  a most  graphic  way,  to  the 
inadequate  number  of  clinical  rheumatologists  involved  in  the  care  of 
arthritis  patients.  The  Professional  Education  Committee  of  the  Arthritis 
Foundation  has  emphasized  the  inadequate  number  of  medical  schools 
providing  a satisfactory  training  program  in  the  rheumatic  diseases. 

It  would  appear,  then,  that  many  patients  are  not  benefiting  from 
modern  methods  in  diagnosis  and  treatment  of  rheumatic  diseases  because 
there  are  too  few  clinical  rheumatologists  and  because  family  physicians 
and  general  internists  are  not  receiving  optimal  education  in  this  field. 
I feel  that  there  is  a great  need  to  improve  the  general  level  of  interest 
and  competence  in  these  diseases,  on  the  part  of  the  general  physicians 
who  care  for  the  majority  of  these  patients,  as  well  as  increasing  the 
number  of  clinical  rheumatologists  available  for  consultation. 

Many  patients  with  rheumatic  diseases  do  not  need  a prolonged  stay  in 
a rheumatic  disease  center  if  competent  diagnosis  and  treatment  are 
available  locally.  Other  patients  with  more  serious  and  disabling  disease 
definitely  do  need  the  type  of  prolonged,  comprehensive,  integrated 
program  that  only  a "team  approach"  can  provide.  Thus,  there  is  a 
definite  need  for  comprehensive  care  centers  where  patients  with  serious, 
complicated,  disabling  or  potentially  disabling  arthritis  problems  can 
receive  total  care. 


4-325 


Houston,  Texas 


December  10,  1975 


I feel  that  the  following  recommendations  would  help  to  alleviate  this 
problem: 

(1)  More  Federal  grants  to  medical  schools  for  the  establishment  of 
sound  teaching  programs  in  rheumatic  diseases.  Emphasis  needs  to 
be  placed  on  diagnosis  and  patient  care  as  well  as  on  research. 
This  means  not  just  increasing  the  training  program  for 
specialists,  but  improving  the  teaching  curriculum  so  that 
doctors  going  into  primary  health  care  delivery  will  know  more 
about  taking  care  of  patients  with  arthritis. 

(2)  Financial  support  for  postdoctoral  fellowships  in  rheumatic 
diseases,  such  as  those  supported  by  the  Arthritis  Foundation. 

(3)  Provision  for  the  establishment  of  comprehensive  treatment 
centers  for  chronic  and  complicated  problems.  There  is  a need 
for  centers  geared  to  the  delivery  of  care  to  the  patient,  rather 
than  being  models  of  exemplary  care  for  a few  selected  cases  used 
for  research  purposes.  Clinically  oriented  rheumatologists 
should  have  heavy  representation  in  the  overall  programs  of  these 
facilities. 

There  are  many  other  areas  of  need  for  patients  with  arthritis,  but  in 
the  interest  of  brevity  I have  confined  my  remarks  to  this  area.  I 
appreciate  the  opportunity  of  expressing  these  opinions. 


ANNETTE  M.  RANSOM  November  20,  1975 
Houston,  Texas 

I am  very  fortunate.  Knowing  I have  rheumatoid  arthritis,  you  may 
find  this  difficult  to  believe.  But  let  me  tell  you  why  I feel  as  I do 
and  perhaps  you  will  agree  with  me. 

Until  I took  a leave  of  absence  this  year,  I had  a professional  job 
with  an  understanding  employer.  I had  an  adequate  insurance  policy 
through  my  employer.  My  husband  has  a good  professional  job  with  a family 
plan  insurance  through  his  employer.  Our  two  children  are  grown  and  no 
longer  dependent  upon  us  for  financial  help.  We  have  a home  in  Houston 
and  a summer  home  in  New  Hampshire.  I have  an  excellent  doctor.  We  have 
some  money  in  the  bank.  If  one  is  going  to  come  down  with  rheumatoid 
arthritis,  it  is  desirable  to  have  the  latter  two,  an  excellent  doctor  and 
available  money.  These  provide  an  ingredient  called  hope.  Hope  gives  you 
the  desire  to.  fight.  It  is  the  antagonist  of  the  disease.  I had  hope. 

When  rheumatoid  arthritis  flared  up  in  1968,  my  doctor,  had  me 
admitted  to  the  Texas  Institute  for  Rehabilitation  and  Research  for 
evaluation  and  therapy.  A therapy  program  was  developed  for  me,  which 
with  frequent  reviews  of  the  program,  I have  followed  for  seven  years.  I 
spent  the  rest  of  that  first  year  on  a leave  of  absence.  Since  then  I 
have  been  in  and  out  of  Methodist  Hospital  from  one  to  six  weeks  each 
admission,  with  rheumatoid  arthritic  related  conditions.  For  two  years  I 
was  on  a gold  program  with  laboratory  specimens  taken  every  week  followed 
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by  the  gold  injection  at  the  end  of  the  same  day.  I continued  this  weekly 
program  while  I was  vacationing  in  New  Hampshire.  The  blood  was 
collected,  frozen,  and  sent  back  to  my  doctor  from  the  Hitchcock  Clinic  in 
Hanover,  New  Hampshire.  My  series  of  operations  began  in  1973  with  a 
synovectomy  on  my  left  knee.  In  September  of  this  year  I entered  Robert 
B.  Brigham  Hospital  in  Boston  for  joint  replacements  on  my  left  hand,  and 
an  operation  on  both  feet.  Next  summer  I will  return  to  Boston  for  my 
doctor  to  repeat  the  operation  on  my  right  hand. 

I have  a smart,  knowledgeable  doctor  who  is  up-to-date  and  aware  of 
available  resources  that  can  help  me.  I am  able  to  take  advantage  of 
programs  and  surgery  that  my  doctor  feels  would  benefit  me.  I am  able  to 
vacation  in  New  Hampshire  with  access  to  excellent  care  from  nearby 
facilities.  I have  hope.  This  is  why  I feel  I am  fortunate. 


MS.  MARTY  COOK  November  24,  1975 
Fort  Worth,  Texas 

The  Northwest  Texas  Chapter  of  the  Arthritis  Foundation  is  deeply 
concerned  with  patient  care  for  the  arthritis  victim  in  our  chapter  area. 

Our  chapter  covers  twenty-seven  (27)  northwest  Texas  counties.  Many 
of  these  counties  are  without  even  a county  hospital.  There  is  nowhere 
for  the  indigent  patient  stricken  with  a chronic  and  crippling  disease  to 
receive  badly  needed  treatment. 

It  is  the  express  desire  of  this  chapter  that  monies  received  through 
the  National  Arthritis  Act  (P.L.  93-640)  be  routed  into  patient  care. 
Research  is  essential,  but  help  for  those  already  crippled  and  unable  to 
help  themselves  is  a critical  need  in  this  area. 

We  here  at  the  Arthritis  Foundation  know  that  cancer  and  heart  kill, 
but  hearing  a diagnosis  of  rheumatoid  arthritis  is  like  receiving  a "life 
sentence"  of  pain  and  crippling. 

Please  help  by  submitting  this  letter  as  official  testimony  at  the 
Arthritis  Commission  hearings  held  in  Houston  on  December  10. 


RICHARD  R.  FREDERICK  November  21,  1975 
Austin,  Texas 

As  spokesman  for  the  Austin  Mental  Health  Association,  may  I direct 
your  attention  to  an  area  of  need  which,  to  date,  has  been  neglected. 
People  suffering  from  arthritis  have  a specific  need  for  social, 
recreational  and  psychological  services. 

We,  in  Austin,  are  fortunate  in  having  an  excellent  Mental  Health- 
Mental  Retardaticn  Center  which  is  open  to  all  citizens  of  the  community, 
but  the  special  services  for  the  emotional  and  mental  stress  of  the 
arthritic  patient  is  not  cne  of  the  center's  program  priorities. 
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The  Austin  Mental  Health  Association  would  urge  you  to  consider  the 
expansion  of  delivery  services  to  people  with  arthritis  which  would 
include  the  establishment  of  counseling  services,  individual  and  group,  to 
help  them  to  adjust  to  a new  way  of  life  and  to  enable  them  to  cope  with 
learning  new  skills  in  order  to  be  participating  members  of  our  community. 


JUDY  ROBERTSON,  L.F.T.  November  19,  1975 

San  Antonio,  Texas 

Our  Physical  Therapy  Department  consists  of  clinics  in  two  hospitals. 
One  treats  primarily  out-patients  and  the  other  treats  both  in  and  out- 
patients. I estimate  that  approximately  20  percent  of  our  average  1,100 
out-patient  visits  per  month  are  patients  with  rheumatoid  or 
osteoarthritis.  Since  we  serve  a largely  medically  indigent  population, 
many  of  the  needs  of  these  patients  are  not  being  met.  Specific  unmet 
needs  include: 

(1)  Inadeguate  guantity  of  physician  service.  Our  Rheumatology 

Clinic  does  an  outstanding  job,  but  because  of  the  volume  of 
patients  and  insufficient  staff  and  space,  patients  often  must 
wait  several  months  for  appointments. 

(2)  Assistive  devices  such  as  platform  crutches  and  walkers, 
wheelchairs,  etc.,  are  difficult  or  impossible  to  obtain  for  many 
patients  in  the  21-65  age  range.  These  patients  therefore  often 
suffer  unnecessary  pain  and  deformity  because  of  the 
nonavailability  of  these  items. 

(3)  Arthritic  patients  frequently  need  long  term  followup  and 

preventive  exercise  and  activity  programs.  Federal  programs 

currently  consider  such  treatment  to  be  "maintenance"  therapy  and 
will  not  pay  for  it. 

(4)  Transportation  to  and  from  the  hospital  for  medical  care  and 
therapy  is  a real  probelm  for  many  arthritics.  Because  of  their 
disabilities,  use  of  public  transportation  is  impossible  for 
some,  and  unaffordable  for  many  more. 

Additional  funding  to  resolve  any  of  these  problems  faced  by  our 
arthritic  patients  is  definitely  needed. 


HELEN  K.  ORPHANIDYS 
San  Antonio,  Texas 

As  a new  physical  therapist  I am  becoming  more  and  more  aware  of  the 
particular  needs  of  my  arthritic  patients  and,  as  you  are  probably  quite 
busy,  I will  be  extremely  brief. 

First  of  all,  these  people  sometimes  wait  more  than  three  months  to 
even  receive  an  appointment  to  be  evaluated  for  their  treatment,  and  hence 
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it  is  necessary  to  expand  the  medical  personnel  involved  with  their 
treatment.  Furthermore,  once  these  patients  finally  do  get  evaluated  by 
doctors,  some  of  them  never  receive  treatment  because  they  may  not  have 
any  deformed  joints  at  that  time.  It  seems  that  arthritic  patients  only 
receive  physical  therapy  after  there  is  some  deformity  to  correct,  and  it 
appears  that  it  would  be  much  cheaper  and  more  feasible  to  practice 
preventive  medicine  here. 

Another  problem  is  in  obtaining  braces  and  splints  as  assistive 
devices  for  arthritic  patients,  especially  those  who  are  under  medicare 
age.  These  devices  are  needed  to  help  in  maintaining  joint  range  of 
motion  which,  in  turn,  helps  prevent  crippling  deformities. 

In  summary,  the  three  areas  which  desperately  need  more  attention  and 
funding  are:  (1)  expansion  of  the  number  of  medical  personnel  involved  in 
the  diagnosis  and  treatment  of  arthritics;  (2)  attention  towards 
maintaining  joint  range  and  thereby  preventing  deformities,  rather  than 
waiting  for  the  deformities  to  develop  and  then  attempting  to  treat  at 
that  time;  and  (3)  helping  to  obtain  more  funding  for  splints  and  braces 
for  patients  who  are  under  the  medicare  age. 

I hope  that  I have  helped  outline  the  urgent  needs  for  which 
arthritics  need  much  more  attention  and  funding. 


JENNIE  O.  GARES  November  25,  1975 
Houston,  Texas 

In  response  to  your  letter  of  October  6,  1975,  regarding  the 
development  of  a long  range  arthritis  plan,  I would  like  to  recommend  that 
thought  be  given  to  the  use  of  therapeutic  groups,  as  a resource  and  a 
problem  solving  medium,  in  the  patient's  overall  treatment  program.  The 
purpose  of  the  group  meetings  is  to  assist  and  help  with  individual, 
interpersonal  and  social  problems  which  have  been  created  and  aggravated 
by  the  presence,  in  particular,  of  rheumatoid  arthritis. 

In  August,  1975,  such  group  meetings  were  started  in  the  Rheumatology 
Outpatient  Clinic,  Veterans'  Administration  Hospital,  Houston,  Texas.  Dr. 
Martin  D.  Lidsky,  Chief,  Rheumatology  Service,  and  I have  been  excited  and 
enthusiastic  about  the  response  and  effort  made  by  our  patients  to 
participate  and  to  use  the  group  meetings  constructively.  There  is  a 
census  of  69  rheumatoid  arthritis  patients  coming  to  the  Rheumatology 
Outpatient  Clinic  and  56  or  81  percent  are  attending  the  group  meetings  on 
their  particular  clinic  day. 

Although  each  individual  situation  is  different,  the  patients  have 
found  that  they  have  many  problems  in  common  with  each  other;  for  example, 
marital  problems,  quilt  feelings,  fear  of  becoming  completely  disabled, 
pressure  from  family  and  society,  personality  and  adjustment  problems, 
financial  problems,  loss  of  body  image,  and  many  other  interrelated 
problems.  The  group  experience  has  given  patients  an  opportunity  to 
discuss  the  above  mentioned  problems  and  their  feelings  of  fears, 
hostility,  rejection,  etc. , with  other  patients  who  also  have  rheumatoid 
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arthritis,  since  most  patients  feel  they  cannot  discuss  these  factors  with 
friends  and  family.  In  a relaxed  and  positive  atmosphere,  the  patients 
are  encouraged  to  attend  and  participate,  thereby  enabling  the  group 
process  through  discussions  and  information  to  provide  possible  answers 
and  solutions  to  their  guestions  and  problemmatic  situations. 

As  demonstrated  in  our  group  meetings,  most  rheumatoid  arthritis 
patients  feel  more  comfortable  in  the  presence  of  other  rheumatoid 
arthritis  patients  and  staff  whom  they  feel  understand  their  diagnosis  and 
the  problems  associated  with  their  condition.  The  group  meetings  provide 
a cohesive  climate  in  which  they  can  test  ideas,  reactions,  feelings,  and 
awareness  of  how  they  have  handled  their  situations  in  and  out  of  the 
hospital,  and  how  they  might  have  handled  them  differently  for  a more 
positive  experience.  Others  have  expressed  and  felt  that  emotional 
pressure  and  tension  has  been  released  and  they  are  coping  differently 
with  problem  situations  at  home.  There  is  also  some  evidence  among  our 
own  patients  which  indicate  that  their  response  to  treatment  has  improved 
since  they  started  attending  the  group  meetings. 

As  a social  worker,  I strongly  feel  that  the  group  meetings,  in 
conjunction  with  their  medical  treatment,  has  proven  beneficial.  I would 
again  like  to  recommend  that  group  meetings  be  considered  as  a necessary 
adjunct  to  the  overall  treatment  plan  for  arthritis  patients. 

Thank  you  for  the  opportunity  of  expressing  my  thoughts  and  ideas 
which  I sincerely  hope  will  be  considered  in  the  development  of  a long 
range  arthritis  program. 


COLETTE  GRINSTEAD  November  26,  1975 
Houston,  Texas 

I am  writing  you  today,  not  as  an  expert  on  arthritis,  but  as  a 
concerned  civil  servant  of  the  fifth  largest  city  in  the  United  States. 

I have  had  the  privilege  to  work  with  the  Junior  League  Clinic  at 
Texas  Children's  Hospital.  During  my  experience  as  assistant  volunteer 
chairman  of  that  clinic,  I became  aware  of  the  plight  of  arthritis 
patients,  especially  of  children.  As  I watched  these  severely  crippled 
children  come  into  the  clinic,  I was  also  aware  of  the  extreme  economic 
and  emotional  drain  which  occured  in  their  families  and,  at  times,  the 
community  as  a whole. 

It  became  obvious  that  local  facilities  do  not  have  the  necessary 
funds  available  to  do  adeguate  research  into  possible  drug  cures  and 
preventive  drugs  in  the  field  of  juvenile  arthritis.  As  you  know,  the 
problems  are  extremely  complex  with  children  and  they  differ  immensely 
from  those  of  adults.  We  need  to  have  a systematic  way  in  which  drug 
research  can  be  administered  and  duplication  of  efforts  reduced.  Patient 
and  parent  education  centers  with  instructional  material  are  not  available 
and  should  be.  . Also,  it  would  be  beneficial  to  physicians  if  some 
systematic  data  on  therapy  could  be  compiled.  If  possible,  medical 
schools  should  be  encouraged  to  recruit  specialists  in  this  field. 
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It  is  my  hope  that  the  Arthritis  Commission  will  consider  arthritis  in 
children  as  a separate  and,  in  a sense,  unique  disease.  In  this  way,  if  a 
cure  or,  at  least,  preventive  medicine  can  be  developed,  severe  cases  in 
adults  and  children  can  be  reduced. 


MARLIN  W.  JOHNSTON  November  26,  1975 

Austin,  Texas 

Thank  you  for  your  letter  of  November  13,  1975  requesting  comments  and 
suggestions  concerning  availability  of  treatment  for  arthritics  in  south 
Texas . 

Department  of  Public  Welfare  recipients  with  a primary  diagnosis  of 
arthritis  have  had  little  impact  on  our  medical  program.  Usually,  there 
are  other  primary  diagnoses,  sometimes  complicated  by  arthritis  in  some 
degree,  which  necessitate  a recipient's  participation  in  the  program. 
Statistics  from  the  Vendor  Drug  Program  show  that  approximately  8.5 
percent  of  the  top  25  prescription  drugs  utilized  by  recipients  are  drugs 
which  are  frequently  prescribed  in  the  treatment  of  arthritis.  This  is 
not  a particularly  significant  amount. 

Regarding  use  of  additional  funds  to  combat  arthritis,  it  would  appear 
that  services  might  be  increased  in  the  following  areas: 

(1)  Provision  of  transportation  for  persons  severely  disabled  by 
arthritis  to  sources  of  treatment,  therapeutic  recreation,  or 
religious  services. 


a. 

Physician 

b. 

Prescribed  therapy 

c . 

Community  activities  in  order  to  combat  isolation 
often  inherent  with  crippling 

which  is 

Home 

his 

services  which  would  allow  the  arthritic  person  to 
own  home  setting  longer,  rather  than 

remain  in 
requiring 

institutionalization.  Development  of  a volunteer  corps  to 
provide  some  of  these  services  might  be  considered.  A few  of  the 
services  frequently  required  are: 

a.  Home  chores  including  laundry 

b.  Assistance  with  bathing 

c.  Obtaining  groceries  and  other  necessities  of  daily  living 

d.  Taking  the  arthritic  shopping  on  occasion  as  feasible 

(3)  Provide  medical  and  rehabilitative  equipment  and  supplies  which 
aid  independent  mobility  and  function  as  long  as  possible  such 
as: 
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a.  Wheelchairs 

b.  Canes,  crutches,  walkers 

c.  Chairs  with  riser  help 

d.  Elevated  seats  for  comodes 

e.  Handrails  and  bars  to  assist  getting  up  and  down  in 
appropriate  places 

f.  Small  whirlpool  units  as  needed 

g.  Overhead  bars  for  beds  as  indicated  to  assist  persons  out  of 
bed 

h.  Ramps  where  steps  are  needed  to  get  in  and  out  of  the 
individual's  home 


(4) 

Continued  research  to  develop 
measures 

better  palliative 

and 

curative 

(5) 

Retraining  into  vocations  or 

professions  which 

will 

provide 

adequate  sustinence  for  those  persons  whose  lifestyles  have  been 
altered  by  degenerative  processes  and  crippling. 

The  major  emphasis  on  what  is  done  should  be  upon  rehabilitating 
arthritics  or  assisting  them  in  the  development  of  rehabilitation  programs 
so  that  total  dependency  is  delayed  as  long  as  possible.  Restoring  or 
maximizing  independence  and  maintaining  contact  with  the  community  are 
essential  to  one's  self-image  and  sense  of  worth,  giving  purpose  and 
meaning  to  life  despite  progressive  debilitating  factors. 

At  this  time,  only  those  services  and  items  which  are  determined  to  be 
medically  necessary  can  be  provided  to  recipients  through  the  department's 
medical  programs.  Payment  for  those  which  are  mentioned  in  this  letter 
have  not  been  included  in  our  budget. 

The  improvement  and  expansion  of  the  Arthritis  Foundation's 
participation  in  the  delivery  of  health  services  would  be  a very  positive 
step  in  improving  the  rehabilitation  cf  arthritics  in  south  Texas  and  in 
assuring  their  continuing  contribution  to  society. 


HENRY  G.  GOMEZ  November  14,  1975 
Del  Rio,  Texas 

It  is  my  understanding  that  the  National  Arthritis  Commission  will 
hold  a public  hearing  in  Houston  during  the  month  of  December.  Personally 
I believe  there  is  a great  need  for  arthritis  related  health  services  in 
the  Del  Rio  area,  and  I hope  that  you  will  pass  on  my  opinion  of  this  need 
to  the  Commissioner.  As  immediate  chairman  of  the  Arthritis  Foundation 
fundraising  in  the  Del  Rio,  Texas  area,  I have  come  into  close  contact 
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with  a great  number  of  people  who  suffer  from  arthritis  in  all  stages. 
Frankly,  I was  greatly  surprised  by  the  number  of  people  who  have  been  led 
by  the  extent  of  the  pain  that  they  suffer  from  arthritis  to  believe  in 
highly  questionable  medical  treatments  to  help  them  in  their  pain.  Many 
of  these  people  are  highly  intelligent  people  who  have  graduated  from 
college,  which  leads  me  to  believe  that  the  Arthritis  Foundation  could  do 
a great  service  to  the  community  by  putting  up  more  information  through 
letters,  advertising,  direct  information  through  civic  clubs,  and  at  the 
high  schools  to  educate  the  people  as  to  what  arthritis  is  and  what  is  the 
best  way  to  go  about  curing  it--which  is  of  course  going  to  see  a doctor 
and  let  him  give  you  the  proper  treatment  at  early  stages.  I am 
personally  going  to  contact  several  people  that  have  approached  me  during 
the  fundraising  and  ask  them  to  send  letters  regarding  their  own  personal 
experience  and  what  their  suggestions  are  to  better  the  services  of  the 
Arthritis  Information  Club. 

It  is  my  personal  opinion  that  we  need  facilities  for  trained  medical 
personnel  and  trained  physicians  in  this  area. 


ROBERT  A.  TAJ EDA  November  19,  1975 

San  Antonio,  Texas 

We  at  the  Southside  Neighborhood  Assistance  Corporation  (SNAC)  wish  to 
express  our  concern  for  the  100,000  men,  women,  and  children  who  are 
stricken  with  arthritis. 

Here  at  SNAC  we  have  become  involved  with  people  immobilized  with 
arthritis  by  assisting  them  with  the  following  services: 

(1)  Providing  transportation  to  doctors  and  therapy  clinics; 

(2)  Helping  them  file  Social  Security  claims  for  various  benefits 
which  they  may  be  entitled  to; 

(3)  Providing  free  medical  assistance  at  our  health  clinic;  and 

(4)  With  the  cooperation  of  Family  Services  we  are  able  to  help  them 
with  in-home  therapy  and  home  services  such  as  doing  household 
chores  and  preparing  meals. 

It  is  our  opinion  that  the  National  Arthritis  Commission  should 
concentrate  on  ways  of  combating  arthritis  and  on  medications  to  ease  pain 
that  will  not  have  any  side  effects  on  the  patient.  More  clinics  should 
be  established  for  people  afflicted  with  arthritis  to  be  able  to  get  the 
therapy  they  so  much  need. 

It  is  our  hope  that  all  efforts  will  result  in  improved  services  for 
people  afflicted  with  arthritis  and  other  related  musculoskeletal 
diseases. 
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PAT  RAMM,  O.T.R.,  AND  PEGGY  W.  PERRY,  C.T.R.  November  17,  1975 

Texas  Occupational  Therapy  Association 

As  representative  members  of  the  Texas  Occupational  Therapy 
Association  and  the  south  Texas  area,  we  are  writing  to  urge  the 
improvement  of  care  of  arthritis  victims. 

Dealing  as  we  do  with  restoring  or  improving  function  of  such  victims, 
we  feel  that  all  too  long  these  people  have  been  denied  adeguate  health 
care  services,  particularly  in  the  following  areas: 

(1)  Providing  treatment  in  hospitals,  rehabilitation  facilities,  and 
more  particularly,  in  the  home  where  the  ultimate  of  the 
disability  can  be  effectively  minimized.  Therapists  envision 
short-term,  low-cost,  minimal  care  facilities,  presently  not 
available,  as  a new  approach  to  maintaining  a prolonged  level  of 
independence . 

(2)  Another  serious  deficiency  in  arthritis  care  is  the  lack  of  funds 
to  provide  individualized  apparatus,  splints,  and  other  adaptive 
eguipment  (means  by  which  deformity  is  prevented,  and  new  ways  of 
useful  levels  cf  function  are  achieved  for  these  persons) . 

(3)  Additional  funds  would  well  be  utilized  in  keeping  professional 
and  paraprof essional  health  care  personnel  knowledgeable  and 
proficient  in  current  advances  in  the  care  and  management  of 
arthritis.  A variety  of  plans  could  be  utilized  in  carrying  this 
out  with  the  input  of  allied  health  professionals. 

(4)  Living  with  or  in  anticipation  of  severe  pain  is  a factor  that 
arthritics  face  daily.  When  one  realizes  the  improvement  in 
terms  of  function,  self-worth,  and  adeguacy  that  comes  with 
proper  treatment  and  management,  the  emotional  aspect  of  the 
disease  assumes  a more  hopeful,  healthy  outlook.  This  most 
intangible  aspect  of  arthritis,  too,  needs  to  be  recognized  as 
another  aspect  of  care  that  must  be  dealt  with  if  we  are 
successful  in  developing  quality  rehabilitative  care  of 
arthritis . 

These  points  are  but  a few  of  those  critical  to  arthritis.  We 
encourage  your  support  and  funding  toward  helping  those  many  arthritis 
victims  in  our  area. 


ANN  KEYS,  L.P.T.  November  20,  1975 
Austin,  Texas 

It  was  recently  brought  to  my  attention  that  a meeting  being  held 
December  10th,  1975  would  look  at  the  need  for  increasing  and  improving 
health  delivery  services  to  persons  with  arthritis.  Being  a physical 
therapist  in  the  South  Texas  Chapter,  I felt  compelled  to  write  in  order 
to  contribute  my  observations  and  ideas  on  this  need. 
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Due  to  the  rising  cost  of  medical  services,  many  people  are  not 
reached  in  the  community.  Those  who  are  treated  many  times  do  not  have 
the  funds  to  return  for  followup  treatment.  In  physical  therapy  we  stress 
modalitus  for  the  relief  of  pain  and  exercises  in  the  prevention  of 
deformities.  Because  of  the  high  cost  of  hospitalization  many  patients 
and  their  family  are  taught  home  programs  in  order  to  cut  hospital  stay. 
Very  often  we  find  that  patients  can't  even  afford  low  cost  items  needed 
to  complete  these  programs. 

In  treating  patients  on  an  outpatient  basis,  the  problem  of 
transportation  arises.  Many  patients  are  unable  to  make  appointments  and 
thus  lose  out  on  followup  treatment.  I feel  there  is  a need  for  a mobile 
unit  equipped  with  a doctor,  nurse,  occupational  and  physical  therapist  as 
well  as  equipment  needed  in  the  treatment  of  patients  in  their  home. 

There  is  a real  need  in  the  south  Texas  area  for  monies  to  educate  the 
general  public  in  order  to  support  agencies  that  provide  services  to 
persons  with  arthritis  as  well  as  research. 


DEBBIE  NELSON  November  17,  1975 

Austin,  Texas 

I am  a physical  therapist  at  a private  hospital  in  Austin,  Texas,  and 
have  worked  with  many  patients  afflicted  with  arthritis  over  the  past  five 
years.  I have  been  constantly  reminded  of  the  need  for  more  extensive 
community  services  for  the  arthritic  patient,  and  I am  very  glad  to  hear 
that  the  Arthritis  Commission  is  considering  increasing  funds  to  arthritis 
programs  and  expanding  community  services. 

There  are  several  areas  of  service  I would  like  to  see  augmented  or 
begun : 

(D  Financial  assistance  for  medical  services  for  the  arthrit.'  s 
patient  who  is  not  covered  by  Medicare  or  Medicaid; 

(2)  Recreational  opportunities  geared  for  arthritically  disabled 
persons ; 

(3)  Continuing  education  programs  in  the  pathology  and  treatment  of 
arthritis  for  allied  health  personnel; 

(4)  Creation  of  a "mini  care  unit"  where  patients  could  receive 
intensive  P.T.,  O.T.,  and  counseling  services  without  undergoing 
full  hospitalization;  and 

(5)  Programs  to  increase  community  awareness  of  the  early  signs  of 
arthritis  and  volunteer  activities  they  can  participate  in  to 
help  the  arthritis  victim. 
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KAREN  HOOD 
Houston,  Texas 

My  dauqhter  is  5 years  old.  She  has  juvenile  rheumatoid  arthritis. 
She  has  been  sick  since  she  was  an  infant  but  was  not  diagnosed  until  she 
was  almost  4.  We  as  her  parents  suffered  such  emotional  stress  because  no 
one  could  tell  us  what  was  wrong  with  her.  We  assumed  the  worst  possible 
fate  for  her.  Now  we  have  been  educated  and  plan  a full  future  for  her. 

There  is  a definite  need  for  better  education  of  physicians  in  the 
community.  So  many  doctors  do  not  know  enough  about  JRA  to  even  consider 
it  as  a diagnosis  for  a severely  ill  child.  Consequently,  these  children 
suffer  great  pain  needlessly. 

Also,  there  is  a great  need  for  a definite  diagnostic  test  to 
determine  JRA  in  a child.  If  a test  could  be  discovered  to  show  JRA 
90-100  percent  of  the  time,  then  so  many  children  wouldn't  have  to  suffer 
as  long  as  they  now  do.  Many  children  are  born  with  the  pain  and,  by  the 
time  they  can  talk,  pain  has  become  a natural  thing  for  them.  Maybe  in 
the  research  for  a good  diagnostic  test  could  come  the  cure  these  children 
deserve. 

Counseling  services  for  these  children  are  needed  also.  I would  like 
to  see  these  kinds  in  play  or  work  groups.  It  is  difficult,  if  not 
impossible,  for  JRA  children  to  identify  with  their  own  friends.  JRA 
children  are  different  and  they  know  it.  It  would  benefit  these  children 
emotionally  to  communicate  with  others  with  the  disease,  they  will  know 
they  are  not  alone  with  their  problems.  I cannot  elaborate  enough  on  the 
emotional  stress  these  children  experience. 

Children  with  JRA  seem  to  be  the  forgotten  arthritics.  Funds  need  to 
be  allotted  to  explore  the  specific  needs  of  children.  I hope  these 
hearings  will  not  forget  the  little  children. 

I would  certainly  appreciate  your  consideration  of  the  preceding 
services  in  your  December  hearing. 


NANCY  V.  HENRY  November  11,  1975 
San  Antonio,  Texas 

I am  a patient  with  arthritis,  I think  congress  should  do  something  to 
help  find  a cure  for  this  dread  disease.  It  is  a crippler  just  like 
polio,  and  if  not  for  research  we  would  not  have  found  help  for  polio.  I 
am  a nurse  and  I can't  work  because  my  hands  are  so  bad.  I've  had  total 
hip  (R  & L)  if  not  for  this  surgery  I would  be  in  W/C.  Please  help  by 
granting  monies  for  arthritis  research. 
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KATHY  KELLER 

Houston,  Texas 

My  name  is  Kathy  Keller  and  I have  arthritis.  I'm  almost  13  years  old 
and  I've  had  enough  joint  pain  to  last  me  a lifetime.  I hurt,  and  so  far 
nothing  helps  me  but  moist  heat  packs  and  pain  medicine.  Sometimes  the 
pain  is  so  bad  that  nothing  helps. 

My  mother  doesn't  let  me  take  pain  pills  unless  I just  can't  stand  the 
pain.  There  are  days  where  I cry  because  I hurt  so  bad.  When  you  hurt 
all  the  time  it  makes  you  very  mad.  Why  can't  I be  like  all  the  other 
girls  my  age?  Why  do  I have  arthritis?  Why  do  I hurt  so  much?  Can  you 
answer  these  guestions?  No  you  can't  and  why,  because  you  don't  have 
enough  research  facilities,  and  the  only  way  you  will  ever  be  able  to 
answer  them  is  by  giving  the  Arthritis  Foundation  the  money  they  need  so 
that  Shannon  and  I won't  hurt  so  much.  Please  help  to  find  a cure  for 
arthritis. 


MRS.  ROBERT  KELLER 
Houston,  Texas 

Why  arthritis?  Why  does  it  strike  children  from  infancy  to  teens? 
Why  one  child  and  not  the  other? 

I have  one  child  with  arthritis  (one  is  enough)  and  Kathy  is  in  pain 
at  this  moment.  What  can  I do  for  her?  Nothing  but  give  her  drugs  to 
relieve  the  pain,  heat  packs  to  make  her  comfortable,  but  this  doesn't 
work- - she ' s in  tears  and  has  been  all  day.  It's  now  3 a.m.  and  she  is 
still  hurting.  I'm  helpless,  and  it  hurts  me  to  see  her  suffer. 

The  Federal  Drug  Administration  has  been  studying  drugs  and  has  heard 
reports  from  various  doctors  about  their  research  on  these  drugs.  Now  we 
sit  and  wait  till  the  F.C.A.  decides  to  give  their  okay  to  market  the 
drugs,  but  we  need  the  medicine  now,  not  10  years  from  now.  Sure  there 
are  drugs  on  the  market,  but  we've  tried  them  all  and  for  one  reason  or 
another  she  can't  take  them.  She  has  had  some  allegeric  reaction  to  them. 
Therefore  we  are  on  a drug  that  has  some  very  bad  and  serious  side  effects 
(steroids)  plus  aspirin  and  apin  medication  when  needed. 

We  need  more  research  facilities  to  find  out  just  what  causes  these 
children  to  have  arthritis.  We  need  more  doctors  educated  in  this  field 
so  that  they  will  be  able  to  recognize  the  early  symptoms  of  arthritis. 
By  education  they  will  be  able  to  start  treatment  early  before  there  is 
any  damage  done  to  the  joints.  We  also  need  more  awareness  and  openness 
between  the  parents  and  the  doctors  and  the  only  way  to  accomplish  this 
will  be  through  more  intensive  research  facilities. 

I don't  know  if  I've  made  myself  clear  or  not — I only  know  that  my 
heart  breaks  for  my  child  and  that,  if  God  could  give  me  her  pain,  I would 
gladly  take  it  so  that  she  could  lead  a normal  pain  free  life. 
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Please  help  our  children  by  granting  us  more  research  facilities  so 
that  my  daughter  and  others  like  her  won't  have  to  suffer. 

Thank  you  for  your  time. 


MRS.  DON  MATHEWS 

Being  the  mother  of  a 10-year-old  child  who  suffers  from  the  handicap, 
and  even  the  stigma  of  arthritis,  I am  most  interested  in  an  appeal  for 
funds  to  be  applied  to  much  needed  research  in  this  field.  Arthritis  is 
the  oldest  disease  known  to  man.  It  possesses  no  respect  for  age,  sex, 
color,  or  creed.  If  we  can  go  to  the  moon,  we  can  surely  find  a cure  for 
this  painful  crippler  which  eventually  touches  upon  at  least  one  person  in 
every  family  to  some  degree. 

Houston  is  rapidly  becoming  the  Medical  Center  of  the  world.  People 
look  to  it  with  hope.  Yet  we  are  lacking  in  adequate  funds  to  apply  to 
research  for  the  widespread  disease  of  arthritis.  We  are  also  lacking  in 
many  patient  programs.  There  is  a huge  demand  for  psychiatric  guidance 
for  patients  and  their  affected  family.  There  is  a vast  need  to  educate 
the  schools  to  the  problems  of  student  victims.  The  afflicted  patient 
needs  to  be  properly  warned  of  the  "quackery"  involved.  The  low  income 
patient  may  need  equipment  such  as  crutches,  wheelchairs,  etc.  I could 
continue  endlessly  with  the  many  needs  involved.  But  when  it  comes  right 
down  to  it,  none  of  these  needs  can  be  met  without  funds.  We  must  have 
funds  to  achieve  any  of  these  necessities.  We  need  financial  help  to 
solve  this  oldest  medical  mystery  of  all  time. 

For  the  sake  of  my  child,  and  for  the  millions  of  victims  like  her,  I 
pray  this  may  be  accomplished. 


ARDEN  I.  LEWIS  November  12,  1975 
San  Antonio,  Texas 

In  the  day-to-day  discharge  of  my  responsibilities  for  the 
administration  of  city-county  programs  designed  to  assist  the  elderly,  I 
am  no  stranger  to  the  painful  problems  suffered  by  those  afflicted  with 
arthritis.  My  personal  awareness  and  sympathies  have  been  enhanced  by  the 
simple  fact  that  both  I and  my  wife  are  victims  of  the  affliction. 
Perhaps  we  are  fortunate  in  that,  to  date.,  we  have  not  been  crippled  or 
immobilized  by  the  affliction.  Nonetheless,  we  have  experienced  the 
disabling  j5ains  associated  with  arthritis  even  in  its  milder  or  beginning 
form. 


To  me,  the  most  disheartening  aspect  of  arthritis  is  that,  to  date  and 
to  the  best  of  my  knowledge,  no  preventive  nor  curative  research  has 
produced  positive  results.  To  treat  the  disease  with  pain- reducing  drugs 
is  at  best  a very  temporary  and  unsatisfactory  solution.  With  our  touted 
medical  technology  and  know  how,  it  is  difficult  for  a layman  to 
understand  why  we  appear  content  to  continue  indefinitely  to  treat  the 
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symptom  and  neglect  the  disease  which  adversely  affects  the  physical, 
social,  and  psychological  well-being  of  the  afflicted  millions  throughout 
the  Nation.  While  noteworthy  progress  has  been  made  in  finding  solutions 
to  numerous  other  disease-related  problems,  arthritis  victims,  in  the 
absence  of  relief  or  cures  from  copper  armbands  and  other  useless  means. 
Somehow  this  points  up  to  me  the  apparent  low  priority  arthritis  has  been 
subjected  to  in  the  allocation  of  our  research  resources. 

Far  too  many  of  our  elderly  arthritis  victims  are  too  proud  to  beg  for 
help  and  consequently  suffer  in  silence.  I submit  this  as  an  intolerable 
situation  which  cannot  and  should  not  be  condoned  by  any  person  or  by  any 
agency  having  an  impact  on  their  destiny.  I esteem  it  a privilege  to 
speak  out  in  their  collective  behalf. 

Thank  you  for  allowing  me  to  express  my  concerns  for  the  need  to  step 
up  our  arthritis  research  activities  together  with  enhancing  the  delivery 
of  services  effort. 


DONALD  A.  PERSON,  M.D. 

Houston,  Texas 

As  a physician  and  full  time  research  worker  in  the  connective  tissue 
diseases  I would  like  to  present  testimony  to  the  National  Commission  on 
Arthritis  and  Related  Musculoskeletal  Diseases  in  support  of  the  National 
Arthritis  Act.  I am  Dcnald  Ames  Person,  M.D.,  Assistant  Professor  of 
Internal  Medicine,  Virology,  and  Epidemiology,  Baylor  College  of  Medicine, 
Houston,  Texas  and  a Senior  Investigator  of  the  Arthritis  Foundation. 

That  chronic,  debilitating  musculoskeletal  disease  afflicts  millions 
of  Americans  is  indisputable.  That  some  of  these  diseases  are  life 
threatening  i's  clear  and  that  children  as  well  as  adults  fall  victim  to 
some  of  these  diseases  is  a fact. 

It  should  be  pointed  out  that  a number  of  significant,  scientific 
accomplishments  have  been  made  to  further  our  understanding  of  some  of  the 
connective  tissue  diseases  in  the  last  several  years.  Many  of  the  major 
advances  in  immunology  and  specifically  in  humoral  immunity  (i.e., 
antibody  production  and  control)  have  been  made  possible  by  the  study  of 
patients  with  rheumatoid  arthritis  and  systemic  lupus  erythematosus.  More 
recently  studies  into  cellular  immune  functions  (i.e.,  delayed  type 
hypersensitivity  as  classically  measured  by  intradermal  skin  tests  such  as 
the  tuberculin  test)  in  the  connective  tissue  diseases  have  proved  to 
increase  our  understanding  of  some  of  these  diseases.  Mention  must  be 
made  of  another  highly  significant  advance  of  the  not  so  distant  past; 
that  is,  the  demonstration  of  crystals  associated  with  two  forms  of 
arthritis,  gout  and  pseudogout.  The  observation  of  either  crystal 
(monosodium  urate  or  calcium  pyrophosphate)  is  diagnostic  of  these 
conditions  and  specific  therapy  is  available.  Another  area  of  tremendous 
importance  and  implication  has  been  explored  as  an  extension  of  organ 
transplantation  research.  It  was  recently  shown  that  a particular 
transplantation  antigen  (HLA-27)  is  present  in  a large  percentage  of 
patients  with  another  of  the  connective  tissue  diseases,  namely  ankylosing 
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spondylitis.  This  discovery  has  led  to  a much  clearer  understanding  of 
the  genetic  nature  of  this  and  associated  musculoskeletal  diseases. 
Finally,  the  etiology  or  cause  of  one  of  the  more  uncommon  connective 
tissue  diseases  has  been  identified.  This  is  the  clear  association  of 
hepatitis  B virus  infection  and  some  (not  all)  cases  of  polyarteritis 
nodosa,  a potentially  life  threatening  disease.  Several  of  these 
discoveries  have  contributed  measurably  to  patient  management  and  care. 
Others  have  been  applied  directly  to  the  clinical  practice  of  rheumatology 
to  aid  in  the  establishment  of  specific  diagnosis  and  institution  of 
appropriate  therapy. 

The  major  advances  outlined  here  briefly  were  only  made  possible  by 
previous  Federal  and  private  funding.  It  is  clear  that,  in  these  times  of 
declining  or  static  research  support  and  increasing  costs,  the  advances 
noted  above  cannot  be  matched  in  future  years.  It  is  essential  that  ever 
increasing  investigative  efforts  and  supportive  funding  must  be  directed 
toward  the  cause,  the  cure,  and  ultimately  the  prevention  of  these 
crippling  diseases.  The  overall  problem  is  complex,  the  task  is  great, 
and  resources  are  limited.  I am  confident  that  the  Commission  understands 
the  magnitude  cf  the  problem  and  that  it  will  carefully  and  thoughtfully 
weigh  all  evidence.  Finally,  it  is  my  ardent  hope  that  the  Commission 
will  look  with  favor  on  the  National  Arthritis  Act  of  1975. 


PATRICIA  S.  WHITING  November  18,  1975 
San  Antonio,  Texas 

I have  been  asked  to  write  this  letter  in  an  effort  to  let  the 
National  Arthritis  Commission  know  what  it  is  like  to  have  arthritis  and 
what  specific  measures  could  or  should  be  taken  by  the  Congress  in  order 
to  improve  the  health  delivery  service  to  people  with  arthritis.  I cannot 
presume  to  speak  for  others  who  have  been  devastated  by  this  disease 
because  no  two  people  are  affected  in  exactly  the  same  way.  Yet,  from 
personal  experience  (which  is  the  only  way  I can  speak  with  any  validity) , 
I have  seen  the  personal,  interpersonal  and  social  suffering  and 
alienation  which  can  occur. 

Obviously,  the  first  priority  must  be  a continuing  aggressive  research 
program  to  isolate  the  cause  of  arthritis  and  then  the  cure.  However, 
until  that  day  comes,  I feel  that  EDUCATION  is  the  next  most  vital  need 
and  it  must  be  disseminated  in  all  areas  of  our  population.  It  is  hardly 
news  to  anyone  familiar  with  this  problem  that  we  need  more 
rheumatoloqists,  therefore,  there  must  be  active  recruitment  in  the 
medical  schools  to  locate  dedicated  candidates  for  the  specialty  of 
rheumatology  and  then  provide  more  grants  for  their  further  education. 
But  this  is  only  the  most  fundamental  of  the  massive  educational  program 
which  is  needed. 

Next  must  come  the  education  of  the  patients  themselves.  It  is  vital 
that,  apart  from  the  medical  and  surgical  procedures  available,  they  must 
be  made  aware  that  so  many  emotional  problems  and  stresses  may  not  only 
exacerbate  the  disease,  but  may  also  be  symptomatic  of  the  disease,  and 
this  combination  can  set  in  motion  a most  damaging  and  devastating  vicious 
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cycle  which  is  extremely  difficult  and,  in  many  cases,  impossible  to 
break.  I shall  speak  of  this  further  from  personal  experience. 

I think  the  ignorance  of  the  public  in  general  is  most  frustrating,  if 
not  downright  infuriating  to  the  person  with  arthritis.  Because  so  many 
of  us  appear  to  be  "normal”,  people  who  are  unaware  of  our  limitations  can 
react  with  annoyance  or  even  hostility  when  we  are  slow  in  unloading  our 
shopping  carts  at  the  supermarket — and  the  outright  misconceptions 
perpetrated  by  presumably  "ethical"  manufacturers  of  over-the-counter 
medications  and  lotions  purporting  to  ease  "the  minor  aches  and  pains  of 
arthritis".  Such  pharmaceutical  labs  should  recognize  their 

responsibility  to  the  public  they  serve  (particularly  aspirin 

manufacturers  who  have  prospered  because  of  our  illness)  and  if  they  fail 
to  do  this  out  of  a sense  of  responsibility  then  they  should  be  forced  by 
legislation  to  advertise  in  a more  honest  and  forthright  manner. 

I have  stated  what  I feel  is  necessary,  but  for  it  to  bear  any  weight 

I must  explain  why  I feel  these  actions  are  so  important.  I have  had 

arthritis  for  approximately  30  years,  diagnosed  while  I was  still  in  high 
school.  During  this  time,  I have  had  every  known  medication  and  therapy 

popular  at  the  time  as  well  as  several  supervised  experimental  medications 

and  treatments.  Except  for  a 5 year  remission,  5 years  after  the  onset  of 
the  disease,  and  a period  of  nearly  18  months  of  comfort  between  the 

I births  of  my  first  two  children,  following  a rather  radical  treatment,  the 
course  of  my  disease  had  grown  steadily  and  rapidly  worse,  until  3 years 
ago  when  I was  air-evacuated  from  Japan  for  consultations  at  Wilford-Hall 
USAF  Medical  Center.  (For  the  past  17  1/2  years  I have  been  the  wife  of 
an  Air  Force  Officer  and  my  treatment  has  been  completely  under  military 
doctors  and  therapists  and  it  is  my  evaluation  that  my  treatment  has  been 
first-rate  and  I have  been  fortunate  to  have  had  care  that  many  of  my 
fellow-sufferers  have  not  had  access  to.) 

In  the  beginning,  after  a rather  slow  and  intermittent  start,  delaying 
diagnosis  for  nearly  2 years,  the  disease  rapidly  became  a day-in  and  day- 
out  reality,  an  excruciating  reality.  I felt  I had  accepted  the  situation 
well  and  even  completed  college  during  this  period  and  was  even  able  to 

(hide  the  disease  from  all  but  my  closest  friends.  It  wasn't  until  after  I 
was  married  and  had  3 children  that  I became  increasingly  aware  of  my  lack 
of  ability  to  cope.  I can  vividly  remember  my  feelings  in  late  1963  and 
I early  1964.  We  had  recently  moved  to  California  and  bought  our  first 

( house  in  the  most  delightful  area  I had  ever  lived  in.  I can  remember 

( thinking  how  fortunate  I was — but  why  didn't  I feel  fortunate?  This  was 

' the  beginning  of  nine  years  of  a spiraling  depression  which  was  far  more 

j devastating  than  the  physical  symptoms  of  the  disease.  It  was  a hell  I 

hope  I never  have  to  relive. 
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One  of  the  reasons  cited  for  the  lack  of  funding  for  arthritis 
research  is  that  it  is  not  one  of  the  "exotic"  diseases  or  that  it  is  not 
a killer.  True,  the  physical  symptoms  of  the  disease  rarely  are  fatal, 
but  what  about  the  accompanying  emotional  symptoms  (which  I have  since 
learned  were  not  unique  to  me)?  How  many  arthritics,  in  a state  of  deep 
despair,  have  either  outright  committed  suicide  or  during  a serious 
illness  have  just  given  up?  Is  there  any  way  to  measure  these  statistics? 
Were  it  not  for  the  help  of  several  close  friends  and  a caring  internist 
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who  insisted  I see  a very  fine  psychiatrist,  I might  be  one  of  those 
statistics.  But  short  of  such  intensive  therapy,  many  of  us  never  realize 
that  our  depressions  are  not  unique.  After  all,  no  one  ever  told  us. 
Perhaps  there  should  be  an  Arthritics  Anonymous. 

I am  very  thankful  to  relate  that  after  many  surgeries  and  much 
arduous  therapy  I am  now  fully  ambulatory  and  except  for  obviously 
deformed  hands  and  numerous  surgical  scars,  I appear  to  be  very  healthy, 
and  I am,  with  one  major  exception:  I fatigue  easily  and  have  very  little 
strength  in  my  hands  and  arms.  Therefore,  I am  unable  to  do  most  of  the 
basics  of  chores  around  the  house.  I would  like  to  work  (I  was  educated 
as  an  artist  and  designer)  to  earn  some  extra  money,  but  even  the  things  I 
can  do,  I do  so  slowly,  I can't  imagine  anyone  willing  to  pay  for  my 
efforts.  Because  I appear  so  normal,  even  my  own  family  finds  it 
difficult  to  understand  why  I can't  do  more  and  feel  very  put  upon  because 
they  must  do  most  of  the  chores.  They  (the  children)  feel  resentful 
because  I can't  participate  in  activities  at  their  high  school  which  would 
give  them  a certain  status.  I can  understand  their  feelings,  especially 
considering  the  voluminous  homework  they  have  and  their  various 
activities,  but  it  makes  me  very  aware  of  the  difficulties  involved  in 
educating  the  public  at  large,  when  even  those  who  live  with  the  problem 
fail  to  understand  it.  Yet,  it  only  underscores  for  me  the  utmost 
importance  of  this  facet  of  education. 

I hope  this  proves  of  some  value  to  you. 

P.S.  This  letter  would  not  have  been  possible  if  I had  had  to  write  it 
by  hand.  I am  very  dependent  upon  my  electric  appliances  and  am  very 
frustrated  when  they  fail  to  perform  as  needed. 


EMA  LEE  CROUCH  November  16,  1975 

I am  an  arthritis  sufferer.  For  many  years  I have  suffered  death  in 
pain.  In  fact  I have  rheumatoid  arthritis  at  its  worst  stage.  I do  not 
want  to  be  a cripple  or  a wheelchair  patient  the  rest  of  my  life.  I want 
to  walk  normal  like  other  people.  Our  doctors  are  doing  all  they  can  to 
help  us  sufferers.  We  need  money  to  help  us  find  a permanent  cure  for  any 
type  of  arthritis.  We  need  a Congress  that  will  help  our  foundation  find 
a permanent  cure  for  this  dreaded  disease  that  has  been  neglected  so  long. 
I suffer  pain  day  and  night,  24  hours.  Please  help  us  sufferers  of  this 
awful  arthritis. 
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MRS.  P.  H.  NESBY  November  20,  1975 
Tomball,  Texas 

My  14-year-old  son  has  rheumatoid  arthritis.  It  began  approximately  1 
1/2  years  ago.  Because  cf  his  arthritis,  he  will  never  run  in  high  school 
track  as  he  dreamed  of  doing,  he  will  never,  in  all  probability,  ride  his 
bicycle  over  a city  block  at  a time,  and  he  will  never  ride  in  the  rodeo 
we  promised  him  he  could  when  he  turned  14. 

He  will,  in  all  probability,  continue  to  hide  his  disease  from  his 
friends,  as  much  as  possible,  not  complain  about  the  constant  pain  he  is 
in  so  as  not  to  worry  us,  his  parents,  and  will  continue  to  strive  to  keep 
up  with  his  peers  while  in  pain. 

Every  drug  he  has  been  on  up  to  now  has  not  helped  him  nor  brought  him 
relief  for  any  length  of  time  due  to  side  effects.  He  has  been  on 
aspirin,  Indocin,  Tandearil  and  Motrin.  He  is  currently  on  an 
experimental  drug.  What  happens  if  the  experimental  drug  fails  to  help 
him?  There  are  still  gold  salts  and  steroids.  And  if  those  fail  to  work, 
what  happens  to  my  son?  Is  he  doomed  a cripple  because  our  government 
does  not  believe  rheumatoid  arthritis  is  a disease  important  enough  to  be 
funded? 

What  can  be  done?  The  first  thing  is  more  money  for  research.  What 
happens  to  all  the  people  who,  like  my  son,  cannot  take  the  conventional 
drugs  used?  What  will  there  lives  be  like  if  there  is  no  continuing 
search  for  new  drugs  and  new  treatment? 

Secondly,  educate  the  public  and  doctors.  School  officials  do  not 
know  children  can  have  arthritis  and  when  told,  believe  it  is  a minor 
ailment.  Doctors  should  have  to  take  courses  in  rheumatoid  and  collagen 
diseases  in  order  to  practice,  because  many  times  they  are  as  ignorant  as 
the  rest  of  public. 

Thirdly,  take  all  advertisement  for  "the  minor  aches  and  pains  of 
arthritis"  off  television  and  other  media.  It  is  grossly  misleading. 
Though  aspirin  is  the  leading  drug  in  treating  arthritis,  these 
advertisements  are  dangerous.  First,  it  leads  to  self-diagnosis  and  self- 
treatment of  a potentially  crippling  disease;  and,  secondly,  it  fosters  in 
the  public  the  idea  that  arthritis  is  a malingerer's  disease  and  not 
serious  or  painful  except  for  short  periods  of  time. 

Parents  with  arthritics  live  in  constant  fear.  We  fear  flareups  and 
damage  to  joints  that  cripples  our  children.  Most  of  all  we  fear  the  pain 
we  cannot  understand.  We  cannot  do  anything  but  hope.  You  can  do 
something,  Mr.  Wartofski,  by  helping  get  more  research  going  so  that  maybe 
one  day  our  children  can  at  least  be  free  of  pain. 
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DEBRA  Y.  STUNTZ  November  20,  1975 
Houston,  Texas 

I am  Dr.  Earl  Brewer's  secretary  at  the  Rheumatology  Service  at  Texas 
Children's  Hospital.  Until  three  years  ago  when  I began  to  work  with  Dr. 
Brewer  and  his  staff,  I had  no  knowledge  of  juvenile  rheumatoid  arthritis. 
When  I heard  the  word  "arthritis"  I associated  it  with  adults  in  their 
sixties  or  seventies.  When  I realized  that  some  of  our  children  have  been 
afflicted  with  arthritis  since  six  months  of  age,  I was  shocked. 

I am  in  contact  daily  with  our  patients  and  their  families  and  even 
though  I am  not  a physician  or  other  allied  health  personnel,  I can  see 
the  pain  and  suffering,  the  great  need  for  a broader  knowledge  of  the 
disease  and  the  need  for  funds  to  operate  and  adeguately  staff  more 
arthritis  clinics  for  children. 

Research  to  find  a cure  for  juvenile  rheumatoid  arthritis  and 
continued  research  to  find  new  effective  medications  to  help  relieve  the 
pain  and  suffering  for  these  children  are  the  two  most  important  areas 
that  are  desperately  in  need  of  adequate  funding.  Pediatric 
rheumatologists  like  Dr.  Brewer  are  dedicating  their  professional  lives  to 
help  these  children  and  without  adequate  support  and  funding,  the  hope  of 
finding  a cure  or  even  finding  a medication  to  control  the  disease  will 
never  be  fulfilled. 


BARBARA  TIERNEY,  R.N.  November  20,  1975 

Houston,  Texas 

I am  a registered  nurse  in  Houston,  Texas  and  I work  in  the  office  of 
a pediatric  rheumatologist.  I work  with  arthritis  patients  and  their 
families  every  day.  The  familiarity  of  this  disease  does  not  lessen  the 
heartbreak  of  seeing  little  children  and  adolescents  crippled  and  hurting 
from  their  condition.  There  are  a few  very  good  drugs  that  are  helping 
many  of  my  patients,  but  there  are  also  many  who  are  not  helped  by 
existing  medications.  I see  a great  need  for  further  research  in  this 
area.  We  need  a greater  number  of  medications  to  help  our  children. 

We  also  have  a great  need  for  education  of  the  public,  both 
professional  and  lay  people.  There  are  areas  of  the  country  where 
children  with  arthritis  are  sent  to  bed  or  confined  to  a wheelchair  for 
life.  They  don't  know  about  the  disease  or  how  to  deal  with  it.  To  me, 
this  is  a disaster;  there  needs  to  be  more  centers  and  facilities  for 
these  people  to  be  diagnosed  and  treated.  The  knowledge  we  do  have  needs 
to  be  dispensed  to  help  as  many  children  as  possible. 

' 

I hope  my  letter  will  speak  for  many  of  my  little  patients  who  can't 
speak  for  themselves. 
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MARJORIE  A.  BRONK,  R.N.  November  20,  1975 
Austin,  Texas 

The  Rehabilitation  Unit  at  Shoal  Creek  Hospital  frequently  works  with 
arthritic  patients.  Therefore,  we  are  well  aware  of  the  need  for 
continuing  support  for  both  research  and  treatment  for  patients  who  suffer 
from  arthritis  and  related  musculoskeletal  diseases. 

Our  hospital  staff  has  worked  with  the  foundation  in  both  education, 
and  sharing  information  with  staff  and  patients  alike. 

We  have  several  doctors  on  our  medical  staff  that  are  members  of  the 
Medical  and  Scientific  Committee  of  the  Arthritis  Foundation.  These 
doctors  are  active  with  our  nursing  staff  in  regards  to  educating  and 
directing  the  patients. 

On  behalf  of  Shoal  Creek  Hospital,  I would  like  to  urge  the 
continuation  of  support  for  research  and  treatment  for  the  many  arthritis 
sufferers  in  the  south  Texas  area. 


VANCY  M.  MAYES  November  21,  1975 
Austin,  Texas 

Working  with  the  Retired  Senior  Volunteer  Program,  I have  found  many 
volunteers  who  suffer  from  arthritis.  Since  so  many  have  this  problem,  I 
feel  that  the  Arthritis  Foundation  should  continue  to  do  research  to  find 
the  causes  and  hopefully  the  cures  for  this  crippling  disease. 

I support  the  work  the  foundation  has  done  in  the  past  and  will 
continue  to  help  in  any  way  that  I can.  I hope  that  through  continued 
research  the  * foundation  will  be  able  to  alleviate  the  suffering  of 
arthritics  everywhere. 


JAMES  H.  WILD,  LT.  COL.  November  21,  1975 
Lackland  A.F.B.,  Texas 

Please  include  the  following  comment  in  the  official  record  of  the 
National  Arthritis  Committee  scheduled  for  Wed.,  10  Dec.  1975  in  Houston, 
Texas . 

"In  my  opinion  the  most  urgent  unmet  need  in  the  field  of  arthritis 
and  related  musculoskeletal  diseases  lies  in  the  realm  of  basic,  bench- 
type  research.  The  understanding  of  disease  mechanisms  in  this  area  is 
generally  poor.  Consequently,  currently  available  therapies  are  rarely 
satisfactory. " 
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MARTIN  D.  LIDSKY,  M.D.  November  26,  1975 
Houston,  Texas 

In  response  to  your  letter  of  October  6,  1975  concerning  the  public 
hearing  in  Houston  scheduled  by  the  National  Commission  on  Arthritis  and 
Related  Musculoskeletal  Diseases,  I am  taking  this  opportunity  to  convey 
some  thoughts  cn  the  field  of  rheumatic  disease. 

Since  the  completion  of  my  training  in  rheumatology  in  the  Mayo  Clinic 
in  1963,  I have  participated  in  clinical  research,  education  and  patient 
care  as  Chief  of  the  Rheumatology  Service  at  the  Houston  Veterans 
Administration  Hospital  and  as  a full-time  member  of  the  Rheumatology 
Division  at  Baylor  College  of  Medicine.  My  remarks  are  based  on  my 
experience  and  interest. 

In  my  view,  the  most  dominant  need  relates  to  fundamental  research  on 
the  causes  and  mechanisms  responsible  for  the  rheumatic  disorders.  We 
must  attract  more  full-time,  talented,  scientists  trained  in  such 
disciplines  as  immunochemistry , connective  tissue  biochemistry  and 
virology.  Such  attraction  should  be  mediated  through  increased 
communication  and  support.  The  current  articulate  leaders  in  clinical  and 
investigative  rheumatology  must  effectively  define  and  outline  the  nature 
and  scope  of  the  problems  in  rheumatic  disease  to  the  fundamental 
scientists  in  an  attempt  to  captivate  the  scientists’  interest.  Of 
course,  the  attraction  will  not  be  satisfactorily  attained  without 
financial  support.  There  must  be  increased  financial  support! 

In  the  fields  of  cancer  and  heart  disease,  the  Congress  and  public 
have  been  exposed  to  data  on  deaths  resulting  from  these  problems.  In  the 
field  of  rheumatic  disease,  accurate  information  on  the  adverse  economic, 
psychological  and  social  effects  produced  by  the  rheumatic  disorders  must 
be  acquired  and  conveyed  to  the  Congress  and  the  public  in  order  to 
justify  and  stimulate  the  granting  of  increased  financial  support.  With 
the  design  of  proper  questionnaires,  we  should  be  able  to  acquire  such 
data . 

In  the  area  of  physician  education,  I do  not  feel  we  can,  or 
necessarily  should,  train  sufficient  numbers  of  rheumatologists  to  manage 
all  the  patients  afflicted  with  rheumatic  disorders.  The  majority  of  such 
patients  are  and  will  continue  to  be  managed  by  generalists.  But  some 
attempt  should  be  made  to  estimate  that  which  constitutes  a reasonable 
number  of  trained  rheumatologists  in  the  United  States.  Continuing 
education  at  the  medical  student  and  postgraduate  levels  is  mandatory  and 
should  be  directed  by  the  rheumatology  sections  within  the  departments  of 
medicine  in  each  medical  school.  The  Commission  must  be  aware  of  this 
function  and  should  review  the  cost  accounting  of  and  the  source  of  funds 
for  this  function. 

In  the  area  of  clinical  research  in  rheumatic  disease,  I believe  the 
leadership  alsc  must  reside  in  the  rheumatology  sections  of  our  medical 
schools.  In  our  medical  school  (Baylor  College  of  Medicine)  we  have  the 
opportunity  and  responsibility  of  observing  and  managing  large  numbers  of 
patients  with  rheumatic  disorders.  The  patients  attend  the  clinics  in  the 
public  hospitals  which  serve  as  teaching  institutions.  However,  the 
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clinical  research  is  sharply  restricted  by  the  paucity  of  support  for 
professional  and  paraprof essional  personnel. 

At  the  Houston  V.A.  Hospital,  we  have  a roster  of  at  least  500  active 
patients  with  rheumatic  disorders  who  regularly  attend  the  rheumatology 
clinic.  One  hundred  to  125  patients  are  seen  weekly  in  the  clinic.  Yet, 
the  clinic  has  no  nurse  or  nursing  assistant.  The  physical  facilities  are 
inadequate.  There  is  a current  waiting  list  for  elective  orthopedic 
surgery  patients  with  rheumatic  and  related  musculoskeletal  disorders  at 
the  Houston  V.A.  Hospital  consisting  of  50-60  patients.  These  data 
reflect  in  part  the  magnitude  of  the  clinical  problem  encountered  by  an 
established  rheumatology  service  at  one  large  V.A.  Hospital.  We  have  been 
unable  to  successfully  communicate  our  needs  and  the  needs  of  our  patients 
to  the  leaders  in  the  Veterans'  Administration.  On  the  other  hand,  monies 
are  available  for  sickle  cell  screening  clinics.  We  must  acquire  accurate 
data  on  the  numbers  of  patients  who  use  the  V.A.  Hospitals  for  primary 
care  of  their  rheumatic  disorders  and  effectively  communicate  the  scope  of 
the  problem  to  the  public  and  Congress. 

In  our  public  hospital  clinics  (V.A.  and  Ben  Taub  General  Hospitals) 
we  regularly  encounter  the  male  patient  with  arthritis  who  no  longer  can 
perform  his  vccational  duties.  The  patient,  in  his  forties  or  fifties  and 
with  limited  education,  very  infrequently  returns  to  the  gainful 
employment  market  even  if  there  is  an  improvement  in  his  health  situation. 
We  have  been  unimpressed  with  the  activities  of  the  state  and  Veterans' 
Administration  vocational  rehabilitation  offices.  The  reasons  for  the 
lack  of  success  in  vocational  rehabilitation  are  multiple  and  complex, 
including  fear  on  the  part  of  the  patient.  We  have  had  an  opportunity  to 
discuss  this  problem  in  group  therapy  meetings  with  patients.  (In  a 
separate  communication,  we  have  commented  on  our  experience  and 
recommendation  concerning  group  therapy  as  an  adjunct  to  the  management 
program  of  patients  with  rheumatoid  arthritis.)  An  incisive  study  of 
psychological  and  social  dynamics  retarding  successful  vocational 
rehabilitation  seems  desirable  and  needed. 

Finally,  there  is  a great  need  for  ready  and  easy  access  of  patients 
with  arthritis  to  expert  medical  consultative  services  within  the 
community.  Such  access  may  be  accomplished  by  information  and  education 
programs  designed  for  both  the  patient  and  referring  physicians. 

Thank  you  for  the  opportunity  of  expressing  my  ideas  and  views. 


KARL  H.  HEMPEL,  M. D.  November  12,  1975 
San  Antonio,  Texas 

As  a practicing  rheumatologist,  I feel  that  continued  support  of 
rheumatological  research  is  most  necessary,  especially  to  make  some 
headway  in  the  etiology  of  rheumatoid  arthritis  and  related  diseases. 
This  naturally  could  be  used  both  in  direct  rheumatological  research  and 
in  immunological  related  fields. 
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Secondly,  there  needs  to  be  an  increase  in  availability  of  training 
grants  to  train  both  academic  and  practicing  rheumatologists.  As  you 
know,  many  medical  schools  lack  rheumatologists  on  their  staff. 
Therefore,  rheumatologists  in  private  practice  are  few  and  far  between. 

Finally,  arthritis  centers  would  be  very  important  in  providing 
comprehensive  care  of  patients  with  developing  vocational  disability  to 
continue  their  muscle  function,  and  therefore,  their  employability. 

I hope  you  will  consider  these  suggestions  favorably. 


JOSEPH  M.  MERRILL,  M.D.  December  10,  1975 
Houston,  Texas 

Arthritis  has  every  right  to  claim  our  attention.  It  affects  some  20 
million  Americans  and  is  second  only  to  heart  disease  in  disabling  people. 
To  make  matters  worse  we  do  not  know  its  cause  and  therefore  have  no 
effective  cure. 

In  human  terms,  we  see  arthritis'  toll  on  the  seventh  grade  boy  who 
cannot  take  part  in  sports,  on  the  4-year-old  who  has  to  learn  to  walk  for 
the  second  time,  and  on  the  52-year-old  woman  who  cannot  grasp  a pencil  or 
turn  out  a light. 

Despite  these  sad  facts,  our  national  commitment  to  help  is  not  what 
it  ought  to  be: 

As  a nation,  for  arthritis  training,  research  and  teaching  we  allocate 
less  than  1 percent  of  the  estimated  $9.2  billion  the  disease  costs  us 
annually  in  medical  bills  and  lost  work  days. 

Here  in  Texas  only  20  physicians  are  engaged  full-time  as  arthritis 
specialists  treating  the  disease. 

Pediatricians  specializing  in  arthritis  are  even  fewer  and  the  general 
public  considers  arthritis  to  be  a disease  of  the  aged. 

In  the  nation's  allocation  of  resources  to  train  physicians  and  to 
establish  treatment  facilities  we  have  been  especially  negligent  in 
pediatric  rheumatology. 

With  all  the  advances  of  20th  century  medicine,  aspirin  remains  the 
most  reliable  pain  reliever.  The  efficacy  and  safety  of  other  potentially 
helpful  drugs  have  not  been  systematically  evaluated. 

Baylor  College  of  Medicine  advocates  a strong  research  program  against 
arthritis  and  endorses  the  "centers"  concept  to  coordinate  basic  and 
clinical  research  against  athritis.  The  center  should  emphasize  education 
not  only  of  medical  students,  practicing  physicians,  and  allied  health 
professionals,  but.  the  patients  themselves,  their  families,  and  the 
general  public.  The  primary  goal  of  such  a center  is  to  provide  improved 
care  of  the  patient. 
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Education- -The  undergraduate  medical  student  is  regularly  taught  about 
the  major  rheumatic  diseases  in  adults  and  children.  This  teaching 
continues  for  the  interns  and  residents;  however,  fellowship  support  is 
needed  to  develop  physicians  who,  after  being  well  grounded  in  general 
internal  medicine  and  in  pediatrics,  will  become  specialists  in 
rheumatology . 

Practicing  physicians  should  be  taught  to  become  more  expert  in 
diagnosing  and  treating  the  arthritis  patient.  They  are  the  teachers  for' 
their  own  patients  who  look  to  their  own  personal  physician  for  guidance 
in  the  management  of  these  chronic  and  disabling  diseases. 

A center  brings  together  other  specialists  involved  in  the  management 
of  arthritis:  cardiologists,  ophthalmologists,  rehabilitation  specialists, 
and  orthopedic  surgeons.  It  develops  teams  including  nurses,  physical 
therapists,  rehabilitation  counselors,  social  workers,  and  laboratory 
technologists  who  collectively  work  to  rehabilitate  patients.  The  center 
develops  home  treatment  programs  and  self-help  groups  so  that  the  patients 
and  their  families  participate  in  the  management  of  their  disease  with  a 
much  better  understanding  of  its  many  ramifications. 

Is  . ‘ 

Research  must  proceed  as  rapidly  as  possible  to  determine  the  cause 
and  prevention  of  *b arthritis.  Work  on  new  orthopedic  implants  for  hip, 
knee  and  elbow  replacements  needs  to  be  continued  and  refined.  Meanwhile, 
we  will  continue  to  establish  reliable  treatment  to  relieve  pain,  maintain 
strength  and  function,  prevent  deformity,  and  slow  or  halt  the  progression 
of  the  disease. 

Registries  need  to  be  developed  to  spell  out  criteria  for  these 
diseases  so  that  knowledge  can  be  pooled  nationally  to  look  for  patterns 
to  seek  answers  about  arthritis  that  will  not  be  available  otherwise. 

With  this  type  of  national  effort,  this  major  disease  must  be 
controlled  so  as  to  minimize  its  claims  to  children  and  adults  alike. 


MRS.  FRED  HOEPFNER  November  17,  1975 
Corpus  Christ! , Texas 

My  thoughts  are  crowded  with  many  ideas  I would  like  to  see  presented 
to  the  Arthritis  Commission  on  December  10. 

The  primary  concern,  of  course,  is  mere  research  toward  producing  a 
cure  for  the  disease.  While  we  are  working  toward  that,  our  immediate 
needs  in  this  part  of  the  state  are  for  doctors  and  therapists  trained  in 
rheumatology  and  for  a strong  program  of  public  education  about  arthritis. 

From  San  Antonio  and  Austin  all  the  southern  part  of  Texas  to  the 
border  has  not  one  rheumatologist.  For  three  years  I have  been  traveling 
to  Austin,  Texas,  to  Dr.  Marshall  Sack.  Putting  it  mildly,  it  is  an 
inconvenience  and  financial  burden  to  travel  200  miles  for  medical 
attention  for  a chronic  disease. 


4-349 


Houston,  Texas 


December  10,  1975 


There  is  also  a tremendous  need  to  give  people  and  a good  portion  of 
practicing  physicians  knowledge  which  is  updated  to  what  is  new  and  what 
can  be  done  for  the  disease.  I think  the  whole  range  of  rheumatic 
diseases  needs  to  te  re-identified  and  classified  so  they  do  not  all  fall 
under  the  catch-all  term  "arthritis". 

After  sitting  three  and  a half  hours  in  the  arthritis  booth  of  the 
county  Health  Fair,  the  one  repeated  sentence  from  the  people  passing  by 
was,  "My  doctor  says  just  keep  up  the  aspirin  that  there  isn't  anything  to 
do  for  arthritis." 

With  daily  therapy  of  heat  and  exercise  and  supervised  medication,  I 
witness  that  something  can  be  done  for  arthritis. 

I shall  be  looking  forward  with  great  interest  and  expectation  in  this 
Commission  hearing. 


CHESTER  W.  FINK,  M.D. 


NEEDS  FOR  PEDIATRIC  RHEUMATOLOGY 
Chester  W.  Fink,  M.D. 

Professor  of  Pediatrics 

That  there  is  a great  need  for  more  knowledge  about  the  rheumatic 
diseases  in  children  is  best  illustrated  by  the  fact  that  the  statistics 
of  incidence  in  this  country  are  at  best  an  educated  guess.  The 
"guesstimate"  is  that  about  250,000  children  have  -juvenile  rheumatoid 
arthritis  (JRA)  and  that  an  equal  number  are  afflicted  with  rheumatic 
diseases  other  than  JRA.  From  my  own  experience  there  is  every  year  an 
equally  large  group  of  children  with  musculoskeletal  complaints  that  are 
not  rheumatic  who  would  benefit  from  consultation  to  either  establish  the 
correct  diagnosis  and  institute  proper  therapy  or,  in  some  at  least,  allay 
fears  of  a serious  illness. 

The  needs  of  this  large  group  of  children  as  well  as  those  of 
pediatric  rheumatology  are  many  and  are  at  several  different  levels. 
Probably  the  most  important  is  the  lack  of  trained  personnel.  There  are 
only  about  30  physicians  in  the  country  who  now  devote  a large  proportion 
of  their  time  to  the  care  of  children  with  rheumatic  disease  and  their 
number  is  increasing  at  a very  slow  rate.  Thus  the  first  priority  is  to 
provide  grants  for  the  training  of  pediatric  rheumatologists.  Since  the 
best  training  programs  have  always  combined  education,  patient  care,  and 
research,  it  is  proposed  that  centers  be  established  that  would  engage  in 
all  three  rather  than  using  any  system  that  would  tend  to  fragment  them. 
At  the  present  time  there  are  no  more  than  15,  and  probably  fewer, 
established  groups  that  could  carry  on  the  type  of  training  that  would  be 
necessary.  A center  should  include:  1)  both  in-  and  out-patient 
facilities  for  children  with  rheumatic  disease;  2)  one  or  more  physicians 
trained  and  experienced  in  pediatric  rheumatology  (a  pediatrician  or 
internist  with  major  interest  in  children) ; 3)  a group  of  other  medical 
and  para-medical  specialists  necessary  for  optimal  diagnosis  and  care 
including  orthopedists,  ophthalmologists,  dentists,  radiologists,  physical 
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and  occupational  therapists,  - etc. ; 4)  ability  to  collect  data  and 
participate  in  research  to  increase  knowledge  about  rheumatic  diseases  and 
the  treatment  thereof;  5)  preferably  association  with  a medical  school  or 
hospital  engaged  in  training  programs  so  that  the  information  acquired 
could  be  imparted  to  medical  students,  house  officers,  physical  and 
occupational  therapists,  and  others  who  in  the  future  would  be  likely  to 
participate  in  the  care  of  these  patients. 

A brief  exposure  in  the  arthritis  clinic  is  all  the  experience  that 
many  of  our  medical  students  receive  with  these  children  but  it  is  more 
than  most  students  through  the  country  get.  Research  carried  on  in  these 
centers  should  be  primarily  of  a clinical  nature  although  it  would  be 
hoped  that  the  centers  would  be  integrated  with  existing  research  programs 
of  a more  basic  nature. 

It  is  not  enough  to  simply  set  up  programs  to  train  physicians  in 
childhood  rheumatic  diseases.  These  individuals,  once  they  have  completed 
their  educational  period,  must  have  positions  available  to  them  in  which 
they  can  utilize  their  training  and  disseminate  their  knowledge.  When 
asked  why  they  do  not  have  a pediatric  rheumatologist,  most  pediatric 
department  chairmen  reply  that  they  would  like  to  have  such  an  individual 
but  because  of  budgetary  restraints  this  is  not  a top  priority.  Funding 
of  university  positions  for  pediatric  rheumatologists  is  therefore  as 
important  as  having  funds  for  training  such  individuals. 

Recognition  of  and  primary  care  for  many  of  these  children  is  poor, 
due  at  least  in  part  to  most  physicians'  lack  of  experience  in  the  area. 
Lack  of  knowledge  also  frequently  leads  to  lack  of  interest.  In  addition 
to  training  programs  at  centers  it  will  be  necessary  for  the  pediatric 
rheumatologist  and  members  of  his  team  to  participate  in  continuing 
education  courses  and  set  up  regional  clinics  and  demonstration  sessions 
for  medical,  paramedical,  and  lay  people.  These  can  have  multiple 
benefits  among  which  are:  screening  of  patients  for  correct  diagnosis; 
referral  of  patients  who  need  more  specialized  care  to  centers;  better 
patient  care  at  the  local  level;  education  of  the  primary  care  physician 
utilizing  a model  in  which  he  has  the  greatest  interest,  his  own  patient. 
I have  participated  in  a program  such  as  just  described  which  had  to  be 
stopped  due  to  lack  of  funds.  This  system  may  be  especially  applicable  to 
areas  in  which  there  are  considerable  distances  between  population  centers 
such  as  in  Texas. 

Better  ways  of  collecting,  recording  and  retrieving  data  are  required 
to  best  utilize  the  information  that  would  be  acquired  by  having  large 
groups  of  patients  followed  sequentially  and  a larger  group  of 
rheumatologists,  other  specialists  and  trainees  to  make  the  observations. 
Standardization  of  at  least  part  of  the  data  so  collected  would  enable 
tetter  interchange  of  information  between  groups.  Steps  in  this  direction 
are  already  under  way  but  need  amplification. 

The  amount  of  additional  money  necessary  for  optimal  direct  patient 
care  depends  to  some  extent  on  the  amount  that  is  presently  available 
under  existing  programs.  This  support  should  be  continued  and  expanded 
where  possible.  Support  from  hospitals,  lay  groups,  state  crippled 
children's  programs,  etc.,  vary  widely  throughout  the  country  and  no  child 
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should  suffer  because  his  or  her  area  has  no  program  of  this  type. 
Already  established  clinics  all  have  a great  need  for  additional  personnel 
whose  primary  function  is  to  help  with  the  care  of  these  patients  rather 
than  being  assigned  to  this  on  a part-time  or  "who  do  we  have  to  go  to 
arthritis  clinic  today"  basis. 

There  is  a great  need  for  public  education  about  rheumatic  disease  in 
children.  Misconceptions  vary  from  one  extreme  to  the  other  with  some 
people  saying  "I  did  not  know  children  got  arthritis"  and  at  the  other  end 
of  the  spectrum  "I  thought  all  arthritis  patients  were  crippled  for  life." 
Recognition  that  these  diseases  do  exist  will  result  in  earlier  correct 
diagnosis  and  treatment.  Some  of  this  education  could  be  done  within  the 
framework  of  outreach  clinics  and  training  sessions  for  physicians  and 
other  medical  workers. 


CHERYL  CECIL  November  29,  1975 
Houston,  Texas 

I am  writing  in  concern  of  the  many  people  who  are  suffering  from 
arthritis.  I have  a mother  and  father  who  are  suffering  from  it.  They 
have  been  to  several  doctors  trying  to  find  a way  to  at  least  ease  the 
pain.  They  are  elderly  and  unable  to  do  much.  I feel  that  if  we  can 
develop  centers  for  alcoholics  and  mentally  disturbed  criminals,  I think 
we  can  develop  centers  for  arthritic  patients.  Not  only  have  I had 
problems  trying  to  help  them,  but  I feel  there  are  others  who  need  help. 
I know  a young  boy  which  is  in  the  prime  of  life  that  has  got  rheumatoid 
arthritis.  He  has  to  go  to  school  and  wants  to  enjoy  what  life  has  to 
give.  He  is  unable  to  go  and  do  like  other  children  because  his  joints  are 
stiff.  He  is  too  young  to  have  to  go  through  life  with  this  ailment.  I 
believe  if  we  had  a center  in  every  large  city  we  could  help  a lot  of 
people  young  and  old. 

If  there  is  not  a cure  now,  as  far  advanced  as  America  is  today  we 
could  find  one.  I am  speaking  for  a lot  of  people  in  America,  who 
probably  can't  write  because  of  this  ailment.  I feel  if  we  really  care 
for  mankind  we  could  help.  Nobody  ever  realizes  the  heartache  until  they 
go  through  it.  Help  us  to  help  our  people. 


LOUIE  CONDRY 
Del  Rio,  Texas 

The  purpose  of  this  letter  is  to  stress  the  importance  of  improved 
arthritic  care  for  the  southwest  Texas  area.  At  the  present,  arthritic 
care  centers  are  nonexistent. 

Further  education  of  our  medical  staff  concerning  arthritis  is  highly 
recommended.  Our  estimate  of  3,500  arthritics  in  this  area  warrants  more 
positive  care. 

Considering  this  letter  to  be  a small  portion  of  all  that  is  needed,  I 
hope  additional  letters  will  help  emphasize  our  problem. 
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LOU  SEYLER  November  15,  1975 
Del  Rio,  Texas 

This  letter  is  in  regard  to  the  National  Arthritis  Commission  meeting 
in  Houston,  December  10th.  I have  noted  that  the  care  and  concern  for 
arthritis  is  very  limited  in  this  area.  We  have  a population  of  over 
30,000  in  this  community  and  this  makes  the  need  for  help  something  that 
needs  immediate  consideration. 

We  are  in  a rather  remote  area  of  this  state  and  our  facilities  are 
limited  in  some  areas.  For  proper  care  for  this  disease,  our  people  have 
to  travel  over  150  miles  to  facilities  such  as  San  Antonio  might  offer. 
We  further  have  a problem  with  those  who  cannot  get  proper  care  because  of 
financial  distress.  Our  community  has  always  taken  pride  in  the  fact  that 
we  help  one  another  out  when  asked.  We  need  these  people  in  productive 
and  self-satisfying  endeavors.  This  would  be  an  asset  to  the  community 
and  to  the  nation.  The  alternative  will  eventually  place  them  on  the 
welfare  or  disabled  rolls. 

Thank  you  for  your  consideration  in  this  matter.  I truly  feel  it  to 
be  important  enough  for  serious  consideration. 


ROBERT  R.  BOLAND  November  17,  1975 
Del  Rio,  Texas 

An  Arthritis  Information  Club  has  recently  been  formed  in  Del  Rio.  In 
the  few  months  this  group  has  functioned,  the  task  of  informing  the  people 
of  the  local  area  has  taken  form.  Those  involved  in  starting  this 
activity  realized  at  the  outset  that  there  was  a need  for  a lot  of 
educational  work — that  is  why  we  formed  the  club.  But  now  we  know  how 
formidable  the  task  is. 

Contacts  with  several  people  reveal  deepset  ignorance  about  arthritis. 
Given  factual  information  they  sometimes  reject  it.  Or  having  been 
indifferent  to  the  early  signs  of  arthritis  they  now  feel  that  nothing  can 
be  done  because  the  state  of  well  being  they  remember  has  not  returned 
even  though  they  have  seen  a doctor  about  it,  etc. 

The  most  significant  step  that  can  be  taken  would  be  to  build  on  the 
existing  medical  expertise  and  facilities  in  Del  Rio  with  supplemental 
services  for  therapy  and  visiting  specialists  for  examination  and 
treatment,  etc.  The  informational  side  of  the  "coin"  is  perhaps  more 
important  than  the  service  side  since  arthritis  is  an  undramatic  disease. 
The  people  of  this  area  must  be  made  aware  of  the  proper  approach  to  their 
health  problem,  but  then  it  must  be  possible  to  execute  the  proper 
approach. 

We  solicit  your  sympathetic  consideration  for  any  improvement  in 
arthritis  treatment  which  can  be  implemented  in  Del  Rio. 
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EMMETT  B.  DECKER  November  14,  1975 
Del  Rio,  Texas 

As  Commander  of  Chapter  53  Disabled  American  Veterans,  I am  in  a good 
position  to  know  what  a clinic  for  arthritis  would  do  for  our  area.  As  it 
is  now,  anyone  who  has  need  of  the  clinic  has  to  travel  over  150  miles  to 
San  Antonio. 

Del  Rio  is  an  isolated  area,  so  far  as  certain  medical  facilities  are 
concerned.  So  it  would  be  a big  boost  if  we  could  get  an  arthritis  clinic 
here.  I don't  know  -just  how  many  people  would  be  benefited  with  a clinic 
here,  but  I dc  know  it  would  help  quite  a few. 

Thank  you  for  your  help  and  consideration. 


MRS.  CECIL  J.  SUTTLE  November  28,  1975 
Waco,  Texas 

There  is  such  a need  for  an  arthritis  clinic  in  my  area.  I have  been 
treated  (in  the  sixties)  at  the  Arthritis  Clinic  in  Ft.  Worth,  Texas. 
They  have  concerned  specialists,  dedicated  to  helping  victims  of  America's 
worst  crippling  disease.  They  get  patients  out  of  wheelchairs,  off 
crutches  and  stretchers.  I saw  this  progress  while  I was  treated  there. 

This  is  important,  because  it's  (arthritis)  become  a rip  off  of  the 
suffering,  hungry  for  relief  or  cure.  They  need  to  know  there  is  safe, 
dependable  help  by  reputable  doctors.  I've  met  people  here  who  are  goinq 
around  the  country  seeking  help,  wearing  themselves  out,  while  the  monster 
(arthritis)  is  at  work  destroying  bones,  muscles  and  nerves. 

I have  had  osteo,  inflammatory,  degenerative  arthritis  for  35  years. 
I've  been  on  crutches  1 year  and  7 1/2  months  with  2 attacks;  in  bed  4-1/2 
months,  attack  in  spine;  presently  I'm  confined  to  a wheelchair  for  6 
months  with  severe  attack  on  feet  and  legs. 

I moved  to  Waco  4 years  ago,  after  30  years  in  Fort  Worth.  I was  so 
surprised  at  not  finding  a clinic.  They  did  not  march  for  funds  for  the 
Arthritis  Foundation.  I attended  a symposium  in  Waco  little  over  a year 
ago,  with  speakers  from  San  Antonio.  I started  going  to  Dr.  C.  collum 
Smith,  who  was  introduced  at  that  time.  He  is  a concerned  dedicated 
thorough  doctor.  We  had  a march  this  year  here. 

The  awareness  of  the  creeping  monster,  can  become  real,  if  people  do 
not  protect  themselves  from  fatigue,  etc.  Arthritis  is  no  respecter  of  a 
person's,  age  or  color.  It  has  hit  me  about  6 times  and  put  me  down, 
suddenly!  Several  of  these  attacks,  my  medicine  and/or  treatment  cost 
more  than  my  husband's  income.  Presently  we  have  excellent  group 
insurance  to  help  with  paying  80%  of  my  outpatient  treatment  and 
medication. 

If  we  work  .hard  on  the  problem  of  the  arthritis  patients,  including 
costs  and  care,  while  recuperating,  maybe  Congress  will  come  across  with 
funding  of  research  for  cause  and  treatment. 


4-354 


Houston,  Texas 


December  10,  1975 


More  manpower  hours  are  lost  in  America  by  arthritis  than  any  single 
illness  or  disease.  Something  so  widespread  surely  should  have  the 
attention  of  the  elected  who  can  do  something  for  the  majority  victims  as 
well  as  minority  victims. 

Wouldn't  it  be  wonderful  if  we  could  whip  arthritis  as  well  as  walk  on 
the  moon?  Maybe  my  grandchildren  and  those  after  will  not  know  the  awful 
suffering  and  wondering  how  to  get  the  necessities  of  living  accomplished, 
at  the  same  time  paying  the  gigantic  bills  because  of  it. 


MRS.  JOAN  UTTADINO  November  22,  1975 

I am  a 32-year-old  housewife  and  the  mother  of  two  beautiful  children. 
I also  have  rheumatoid  arthritis.  I can  tell  you  it  was  a hard  bitter 
blow  for  my  whole  family  and  has  changed  our  whole  way  of  life.  I am 
fortunate  to  have  a husband  that  is  in  the  armed  services  so  have  W.H.C.C. 
at  my  doorstep.  I ask  and  urge  you  all  to  consider  people  less  fortunate 
than  myself  that  have  no  one  to  help  them,  the  poor,  etc.  We  need,  in  my 
opinion,  more  care  and  availability  to  people  in  Bexar  and  other  counties 
in  Texas.  We  need  more  money  for  research  and  more  doctors  to  treat  the 
growing  numbers  of  people  with  this  and  other  related  diseases.  I ask 
you,  sirs,  for  everyone  in  America  who  has  been  stricken  by  this  horrible 
disease  to  please  help  us.  We  need  now  to  stop  the  millions  of  dollars 
people  are  cheated  out  of  by  "so  called  cures"  every  year.  We  do  these 
things,  sirs,  because  we  are  at  our  wits  end  in  how  to  go  on  the  way  we 
are.  Arthritis  has  taken  away  my  job  and  also  my  ability  to  be  active  in 
the  sports  world,  the  great  love  of  my  life.  I thank  you  all  for  all  you 
are  trying  to  do  for  us. 


JOHN  T.  SHARP,  M.D.  November  26,  1975 

Houston,  Texas 

Although  I will  be  out  of  town  on  December  10th,  attending  a meeting 
of  the  Arthritis  Foundation  Clinical  Research  Centers  Committee  and  thus 
be  unable  to  attend  the  open  hearing  scheduled  for  Houston,  I would  like 
the  National  Commission  on  Arthritis  and  Related  Musculoskeletal  Diseases 
to  include  my  statement  in  their  records  of  the  open  hearing. 

Arthritis  and  the  related  musculoskeletal  disorders  represent  a major 
health  problem  to  this  country  in  terms  of  diseases  which  produce  serious 
disability,  major  economic  loss,  great  personal  hardship  and  social  stress 
and  several  of  these  diseases  threaten  life  as  well.  These  facts  are 
established  by  extensive  health  statistics  known  to  the  Commission. 

In  developing  an  organized  program  to  control  and  eventually  overcome 
i 1 the  problems  imposed  on  society  by  the  rheumatic  diseases,  I heartily 
I endorse  the  concept  of  developing  arthritis  centers  strategically  located 

throughout  the  nation  in  association  with  existing  medical  facilities. 
Such  centers  would  provide  the  necessary  organization  for  extending 
] currently  available  modes  of  patient  care  to  the  general  population  and 

i developing  new  methods  of  treatment. 
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These  centers  would  be  the  appropriate  sites  for  enlarging  physician 
training  programs  at  all  levels  including  the  undergraduate,  postgraduate 
and  continuing  education  for  primary  care  physicians  and  training  of 
specialist  and  consultants. 

Finally  such  clinical  arthritis  centers  would  be  well  located  to 
develop  and  extend  both  pure  and  applied  research  programs  relevant  to  the 
problems  of  arthritis  and  the  rheumatic  diseases. 

With  regard  to  patient  care,  it  is  not  possible  to  argue  that  all  or 
even  a major  proportion  of  patients  with  rheumatic  diseases  should  be 
treated  in  arthritis  centers  as  now  visualized,  but  such  centers  should 
offer  consulting  services  to  the  region  in  which  they  are  located.  They 
should  offer  examples  of  optimal  care  for  all  physicians  to  observe  and 
the  centers  can  serve  for  the  introduction  and  evaluation  of  new  forms  of 
therapy. 

Medical  education  in  the  field  of  rheumatic  diseases  requires 
exr ansion  and  intensification  at  all  levels.  Unfortunately  a number  of 
our  medical  schools  still  do  not  have  rheumatic  disease  units  and  medical 
studer ts  are  graduating  with  the  M.D.  degree  without  minimal  exposure  or 
expei  ence  in  the  diagnosis  and  management  of  the  various  rheumatic 
dise  ses.  Internship  and  residency  programs  that  are  located  in  hospitals 
without  active  rheumatic  disease  programs  also  have  deficient  education. 
Local  communities  that  do  not  have  a rheumatic  disease  program  in  their 
immediate  geographical  area  are  often  lacking  in  continuing  education 
programs  for  the  graduate  physician.  In  the  existing  arthritis  program? 
the  number  of  rheumatologists  that  must  be  trained  in  order  to  maintain 
the  present  teaching  and  consulting  arthritis  programs  in  our  medical 
schools  and  teaching  hospitals  needs  to  be  expanded  beyond  the  current 
level.  Although  it  is  manifestly  impossible  and  probably  undesirable  for 
every  patient  in  this  country  with  a rheumatic  disease  problem  to  be 
treated  by  a specialist  in  rheumatology , it  is  clear  that  if  consultations 
are  to  be  available  from  a well-trained  specialist  as  needed  and  if  the 
primary  care  physician  is  to  be  upgraded  in  his  capability  for  providing 
treatment  for  patients  with  rheumatic  disease,  our  education  and  training 
programs  must  be  expanded  manyfold  to  meet  the  current  needs. 

Existing  research  programs  in  university-based  rheumatic  disease  units 
and  research  programs  in  major  teaching  hospitals  throughout  the  country 
as  well  as  other  research  institutes  have  provided  a tremendous  advance  in 
our  understanding  of  basic  mechanisms  of  rheumatic  disease  within  the  last 
two  decades.  Nevertheless  the  answers  to  current  rheumatology  problems 
are  inadequate  in  many  areas  and  incomplete  in  others.  Our  understanding 
of  rheumatoid  arthritis  has  been  substantially  advanced,  but  we  remain  to 
learn  the  cause  and  cure  for  this  crippling  disease  and  a similar  state  of 
affairs  exists  in  relation  to  systemic  lupus,  periarteritis  nodosa, 
rheumatic  fever,  and  many  of  the  other  rheumatic  diseases. 

Arthritis  centers  based  in  university  programs  and  selected  teaching 
institutions  represent  the  logical  organization  for  expanding  the  research 
effort.  Existing  programs  within  universities  provide  an  intellectual 
climate  favorable  for  research  and  often  have  existing  related  programs 
which  provide  opportunities  for  collaboration  and  consultation  important 


4-356 


Houston,  Texas 


December  10,  1975 


to  developing  strong  research  programs.  Finally  the  wedding  of  the 
clinical,  teaching,  and  research  programs  provides  a stimulus  for 
maintaining  a major  part  of  research  effort  oriented  to  the  goal  of 
finding  a cause  and  cure  of  specific  diseases. 

With  regard  to  specific  local  needs,  the  experience  of  the  rheumatic 
disease  unit  at  Baylor  College  of  Medicine  may  provide  some  insights.  The 
rheumatic  disease  unit  at  the  Baylor  College  of  Medicine  was  established 
in  the  early  1960's,  first  under  a part-time  director  and  later  under  a 
full-time  chief.  Additional  members  have  been  added  to  the  unit  to  bring 
the  strength  to  three  full-time  positions.  Two  of  these  are  clinical 
rheumatologists,  one  is  a full-time  investigator. 

The  Baylor  College  of  Medicine  is  located  in  Houston,  a metropolitan 
area  of  approximately  2 million  population,  located  in  a section  of  Texas 
serving  approximately  45  counties  and  about  4 million  people.  Within  this 
45-county  area  there  are  8 practicing  physicians  with  subspecialty 
training  in  rheumatology  and  at  least  4 other  physicians  with  a special 
interest  in  arthritis  who  have  either  limited  their  practices  to 
rheumatology  or  focused  a majority  of  their  attention  on  the  rheumatic 
disease  problems.  These  physicians  are  providing  primary  care  and 
consultation  services  for  a population  of  sick  patients  estimated  to  be 
between  200  and  400,000  people.  This  would  include  an  estimated  40,000 
patients  with  rheumatoid  arthritis,  a similar  number  of  patients  with 
gout,  approximately  100,000  individuals  with  osteoarthritis  of  sufficient 
severity  to  require  some  form  of  medical  attention,  and  another  10  to 
20,000  individuals  with  a variety  of  less  frequent  rheumatic  disorders. 
Although  there  are  general  estimates  of  the  number  of  physicians  required 
per  unit  population,  there  is  no  accurate  analysis  known  to  me  which 
reflects  the  number  of  physicians  required  to  provide  care  for  sick  people 
in  these  various  categories.  Nevertheless,  when  we  estimate  the  general 
population  should  have  1 physician  for  every  700  persons,  it  becomes  quite 
clear  that  12  physicians  with  a specialty  in  rheumatology  can  provide  only 
a fraction  of  the  care  and  consultation  service  required  by  a population 
of  200,000  or  more  ill  persons. 

I would  summarize  my  comments  in  the  following  way.  The  rheumatic 
disease  problems  have  not  been  adequately  dealt  with  by  the  existing 
programs.  Care  and  treatment  for  many  is  totally  unsatisfactory  and  for 
others  is  only  partly  effective.  As  long  as  current  treatment  programs 
are  ineffective  in  any  respect  additional  study  and  research  are  required. 
In  addition  with  regard  to  several  areas,  currently  available,  effective 
treatment  is  not  being  widely  applied.  In  order  to  effectively  attack  the 
rheumatic  disease  problems,  new  teaching  programs,  a more  extensive 
teaching  effort,  a broadening  of  the  available  clinical  services,  and 
expansion  of  research  effort  are  required.  The  arthritis  centers  can 
contribute  to  these  proqrams  in  all  three  areas  and  provide  an  important 
means  of  continuing  the  effort. 
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MRS.  JOHNNY  MELOY,  ET  AL. 
HOUSTON,  TEXAS 


To  Whom  It  May  Concern:  I believe  that  we  need  an  arthritis 
rehabilitation  center  in  Houston  because  it  is  in  desperate  need.  Not 
only  elderly  people  get  arthritis  but  also  young  babies.  It  is  a 
crippling  and  sometimes  killing  disease.  We  have  rehabilitation  centers 
for  people  that  are  alcoholics  and  things  like  drug  addicts,  and  they 
caused  their  own  problems;  so  why  can't  we  have  one  for  people  that  don't 
cause  their  own  problems?  Here  I have  some  people  who  agree  with  me 
signed  under  here: 


Mr.  & Mrs.  James  Bach 
Mrs.  Ruby  Long 
Early  L.  Green 
Mr.  W.  P.  Garret 
Ike  Fossia 
Jean  Williams 
Wesley  D'Oryon 
Mrs.  John  R.  Branch 
Ms.  Pam  Miller 
Mr.  Jasse  Minn 
Mr.  Gary  E.  Wheeler 
Ms.  Juanita  Roberts 


Mr.  Johnny  Meloy 
Mr.  D.  L.  Stapp 
Carra  Anderson 
Frances  Hovey 
Adam  Gonjale 
Mrs.  Mary  Singleton 
Mr.  J.  Bunaisky 
Mr.  Goe  G.  Parnett 
Ms.  May  L.  Danner 
Ms.  Barbara  Bush 
Ms.  Cynthia  Wheeland 
Mr.  Joe  Lee  Hut,  Jr. 


P.S.  I am  writing  this  letter  because  of  one  little  boy  aged  16  named 
Ernest  Fannin.  He  is  in  Texas  Children's  and  has  arthritis. 


MINNIE  R.  WILLIAMS  November  21,  1975 
San  Antonio,  Texas 

As  an  arthritis  patient,  I am  writing  to  unconditionally  support  the 
Arthritis  Foundation  and  its  work  with  and  for  the  senior  citizens  of  the 
area . 

My  75-year-old  mother  is  severely  handicapped  with  rheumatoid 
arthritis  as  were  five  of  her  siblings.  Hence  you  are  immediately 
cognizant  of  the  fact  that  I speak  with  knowledge  of  how  crippling  and 
painful  arthritis  can  be. 

I also  strongly  recommend  that  the  program  in  this  area  be  retained 
and,  if  possible,  the  funding  be  increased.  This  will  allow  more  of  the 
senior  citizens  to  partake  of  the  services  furnished  by  the  local 
Arthritis  Foundation. 


MRS.  GERLINE  WEEB 

I am  writing  you  concerning  the  Arthritis  Foundation.  It  is  widely 
misunderstood.  People  don't  know  what  arthritis  is,  but  people  that  have 
it  can  tell  you  all  about  it.  We  need  your  support,  we  of  the  Arthritis 
Club.  I,  cannot  write  with  a pencil,  my  pain  is  so  bad.  The  Arthritis 
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Club  needs  funding  for  telephones,  wheelchairs,  can  openers,  toilets 
stools,  bedpans,  transportation  for  more  patients,  walkers,  and  tub  mats. 
Since  most  of  our  members  are  elderly,  most  are  on  very  small  incomes.  We 
have  so  many  needs.  Mrs.  Scales  and  I try  to  stay  in  touch  with  all 
members  of  the  club. 


LINDA  LONGORIA,  P.T.  November  17,  1975 
San  Antonio,  Texas 

I am  a physical  therapist  employed  in  Austin.  It  has  been  brought  to 
my  attention  that  there  is  a present  need  for  additional  information  as  to 
treatment  (services)  for  arthritics.  Being  in  this  profession  has  given 
me  an  opportunity  to  work  hand-in-hand  with  many  arthritics  and  their 
physicians  and  I now  feel  I may  be  able  to  offer  some  information  in  this 
area  which  may  be  beneficial. 

As  we  all  are  aware,  arthritis  very  often  cripples  those  afflicted. 
Many  of  these  would  benefit  from  a mobile  unit  which  is  able  to  transport 
patients  to  and  from  treatment  areas.  This  may  entail  a liftover  to 
accommodate  wheelchairs  (with  patients)  or  a bus-type  automobile  which  can 
transport  several  patients  at  a time  with  all  their  equipment.  For  those 
who  are  unable  to  prepare  or  purchase  their  meals,  some  type  of  meals-on- 
wheels  program  would  help  these  otherwise  undernourished  people. 
Financial  aid  is  needed  for  those  who  do  not  fit  the  medicare  or  medicaid 
qualifications  and  also  for  those  who  are  in  the  noninsurance  groups.  And 
lastly,  I feel  that  additional  training  of  medical  and  allied  health 
personnel  would  help  decrease  doctors'  visits  as  well  as  patients' 
expenses  and  yet  give  the  patient  a more  complete  understanding  of  his 
condition  and  how  to  treat  it. 

I hope  the  little  I have  to  offer  in  this  area  will  somehow  help  those 
who  are  so  severely  afflicted  with  arthritis. 


KATHLEEN  A.  ANAMOSA,  L.P.T.  November  18,  1975 
San  Antonio,  Texas 

As  a physical  therapist  who  treats  many  arthritics,  I would  like  to 
comment  on  some  aspects  of  arthritis  that  I feel  are  not  getting  the  full 
attention  and  funding  that  they  require.  First  of  all,  preventive 
therapy,  or,  if  you  will,  maintenance.  A person  with  arthritis  requires 
constant  therapy  in  order  to  maintain  the  joint  motion  he  has  and  to 
prevent  deformities,  as  well  as  decrease  his  pain.  As  government  programs 
now  stand,  reimbursement  for  maintenance  therapy  is  not  provided  by 
Medicare  or  Medicaid.  Financial  support  for  this  therapy  is  sorely 
needed.  Although  it  would  be  nice  to  be  able  to  offer  this  therapy  free 
of  charge,  this  obviously  cannot  be  done. 

Another  area  in  which  funds  could  be  used  is  bracing,  splinting  and 
other  adaptive  equipment.  Most  traces  and  splints  can  be  made  at  the 
county  brace  shop  and  therefore  can  be  added  to  the  hospital  bill  (which 
is  based  on  a sliding  scale  of  ability  to  pay) . But  some  equipment  must 
be  obtained  outside  of  the  hospital  district  and  there  is  no  funding  for 
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this  through  Medicare,  which  makes  it  almost  impossible  for  someone  under 
65  Years  °f  a9e  get  equipment.  I needed  a walker  for  one  woman  who  is 
46  and  is  one  of  the  most  severe  rheumatoid  arthritis  patients  I have 
seen.  Because  she  only  had  medicaid  she  had  no  funding  for  a walker  and 
could  not  afford  to  buy  it  herself.  She  had  to  practice  walking  only  in 
the  P.T.  department  where  one  could  be  furnished  for  her. 

Due  to  the  volume  of  business  that  the  county  facility  does  in  the 
area  of  arthritis,  a new  patient  often  has  to  wait  a few  months  before  he 
can  get  an  appointment  with  one  of  the  rheumatologists.  We  definitely 
need  more  personnel  to  see  these  people  in  order  to  initiate  treatment 
when  the  disease  is  in  the  very  active,  very  painful,  very  deforming 
state. 

I hope  that  by  reading  my  letter  and  other  letters  similar  to  mine 
that  you  will  see  the  need  for  increased  funds  in  the  area  of  arthritis 
treatment.  Many  people  are  involved  in  the  central  Texas  area  and  could 
benefit  by  some  progress  on  the  matter. 


VENERA  R.  MAGIOLO,  R.N.  November  14,  1975 
Austin,  Texas 

In  public  health  nursing  we  see  the  need  for  services  to  the  arthritic 
individual.  At  present  these  services  are  not  being  met  as  they  are  not 
on  Medicaid  or  Medicare.  Hopefully  this  lack  of  attention  to  these 
individuals  can  be  met  by  some  appropriation  of  funds  other  than  research. 


LAURA  LEE  HAWKINS,  R.N.  November  14,  1975 
Austin,  Texas 

I have  been  involved  with  senior  citizens  and  arthritics  in  nursing 
homes  as  a registered  nurse  in  educational  rehabilitation  services.  The 
need  and  sad  lack  of  services  in  this  area  is  appalling.  Supportive 
devices,  equipment,  medical  care  and  facilities  and  trained  personnel  are 
in  great  need.  Appropriation  of  funds  for  these  services  other  than 
research  should  be  the  greatest  priority. 


MAGDALENA  C.  ZUNIGA  November  11,  1975 
San  Antonio,  Texas 

Since  my  mother-in-law  and  a neighbor  of  ours  are  afflicted  with 
arthritis.  I am  well  aware  of  the  suffering  that  these  people  go  through. 

Both  of  these  people's  toes  are  crooked  and  so  are  the  fingers  in 
their  hands.  They  fall  down  easily  because  it  seems  to  have  affected 
their  sense  of  balance. 

So  I feel  like  the  government  should  grant  the  Arthritis  Foundation  a 
substantial  amount  of  money  for  research  and  treatment  of  the  above 
disease  in  the  south  central  Texas  area. 
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ZILPHIA  E.  SCALES 
San  Antonio,  Texas 

I am  Zilphia  Scales,  Chairperson  for  the  Arthritis  Club. 

We  the  members  of  the  club  do  wish  to  acknowledge  the  many  kindnesses 
your  organization  has  shown  us. 

It  is  my  understanding  that  you  will  fund  us  in  many  ways.  For  this 
we  are  very  grateful. 

We  are  beginning  to  reach  more  members  each  time  we  meet.  We  have 
many  needs  which  I will  list  on  next  page. 


BARBARA  HOOTEN,  L.F.T.  November  17,  1975 
San  Antonio,  Texas 

This  letter  is  in  reference  to  the  request  from  the  Arthritis 
Foundation  for  letters  to  document  the  need  for  funds  to  improve  community 
services  for  the  arthritic.  I am  a physical  therapist  in  a small 
community  hospital  in  Austin,  Texas  and  in  daily  contact  with  patients 
with  arthritis. 

In  this  community  some  effort  has  been  made  in  the  area  of  allied 
health  professional  education,  but  other  community  services  are  severely 
lacking.  Among  these  services  are:  1)  the  need  for  a mobile  unit  to 
provide  transportation  to  therapy  or  physician's  appointments;  2)  the  need 
for  more  services  directed  specifically  to  the  arthritic,  such  as  a 
medical  care  unit;  3)  community  recreational  programs  which  are  available 
and  accessible  to  the  person  with  arthritis;  4)  the  need  for  financial  aid 
to  those  who  are  not  eligible  for  medicare  benefits;  5)  further  education 
and  training  for  the  allied  health  professional. 

Funds  could  be  well  applied  to  any  of  the  above  with  direct  benefit  to 
the  person  with  arthritis.  Thank  you  for  your  time  and  consideration. 


SUZIE  PFLUGER , L.P.T. 

SAN  ANTONIO,  TEXAS 

As  a licensed  physical  therapist  practicing  in  a private  hospital,  I 
have  the  opportunity  to  work  with  many  patients  with  arthritis.  This 
close  association  with  persons  with  arthritic  disease  has  enabled  me  to 
become  more  aware  of  their  special  problems  and  needs,  physically, 
emotionally  and  socially. 

Because  arthritis  is  a disease  that  affects  all  age  groups,  financial 
aid  to  the  non-Medicare  or  non-insured  group  of  patients  needs  to  be 
instituted. 

To  keep  the  patients  independent  and  within  their  home  environment, 
various  home  services  need  to  be  supplied  to  these  patients,  i.e., 
occupational  therapy  and  social  services  as  applicable.  These  services 
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could  be  better  coordinated  in  a team  approach  or  group  unit,  specifically 
for  the  arthritic  patient.  More  financial  support  is  also  needed  to 
educate  physicians  and  allied  health  personnel  in  the  special  needs  of 
patients  with  arthritis. 

Thank  you  for  your  attention  and  I hope  these  ideas  will  be  helpful  to 
the  work  of  the  Commission. 


LAWRENCE  A.  JONES  November  14,  1975 
Corpus  Christi,  Texas 

With  great  enthusiasm  and  delight,  we  learn  of  the  impending  National 
Arthritis  Commission  hearing  to  be  held  in  Houston,  December  10th.  The 
Coastal  Board  Division  of  the  South  Central  Texas  Chapter  made  great 
strides  this  past  calendar  year.  More  educational  seminars  were  held. 
The  spring  fundraising  drive  produced  a 50  percent  increase  over  the 
previous  year.  Membership  grew  significantly  to  include  new  board 
members,  implementation  of  the  Arthritis  Information  Club,  and  volunteer 
workers. 

Arthritis  sufferers  represent  a group  of  people  receiving  little 
financial  support  as  compared  with  other  health  units.  With  Federal 
assistance  channeled  to  our  community,  more  public  forums  would  be 
sponsored,  needed  medical  equipment  for  local  physicians,  and  a new 
hospital  might  be  accomplished,  as  well  as  to  assist  locating  more 
rheumatologists  for  the  local  citizens.  Another  area  where  financial  a£d 
would  be  better  served  in  Texas  is  assuring  that  qualified  medical 
educators  exist  in  Texas  medical  schools. 

On  examining  the  needs  of  our  nation  with  available  resources,  I am 
reminded  of  a poem  by. Robert  Frost  in  which  he  states,  "And  miles  to  go 
before  I sleep."  As  chairman  of  the  local  Arthritis  Foundation,  we  have 
ignited  a flame  of  interest  and  community  support.  With  Federal  aid  our 
flame  can  become  an  eternal  fire  of  lasting  endurance. 


MS.  ERNESTINE  DAVIS  November  14,  1975 

Austin,  Texas 

Having  had  the  experience  of  working  with  senior  citizens  in  the 
nursing  home  setting,  a need  for  services  for  the  arthritic  individuals  is 
very  obvious.  Their  needs  are  not  being  met  due  to  the  lack  of  funds. 
They  are  in  need  of  equipment  to  function  properly  in  life.  There  is  a 
need  for  trained  personnel,  assistive  devices  and  transportation  to 
medical  facilities. 

I hope  some  consideration  will  be  given  to  the  arthritic's  needs. 
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VIRGINIA  B.  WO IF,  P.N.  November  12,  1975 
San  Antonio,  Texas 

It  is  the  intention  of  this  letter  to  support  the  National  Commission 
on  Arthritis  and  Related  Diseases  in  its  efforts  to  obtain  information 
from  the  local  allied  health  professional  community  on  ways  of  improving 
services  to  persons  with  arthritis  and  to  suggest  from  my  vantage  point 
possible  methods  of  so  doing. 

As  Director  of  Medical-Surgical  Nursing  Services  in  a not-for-profit 
community  hospital,  in  an  urban  area,  and  as  an  arthritis  victim  myself,  I 
know  from  personal  experience  the  scope  of  the  needs  of  persons  with 
arthritis.  The  key  to  meeting  their  needs  are  the  personnel  of  health 
care  facilities  who  provide  the  primary  care  to  arthritic  patients  on  both 
an  in-patient  and  out-patient  basis. 

Therefore,  I would  suggest  that  the  Commission  give  priority 
consideration  to  providing  funds  for  the  purpose  of  educating  health  care 
personnel  who  care  for  arthritic  patients.  The  basic  purpose  of  such 
educational  programs  should  be  to  provide  information  to  personnel  about 
the  disease  and  to  suggest  ways  in  which  physical  and  emotional  support 
can  be  provided  to  arthritic  patients.  Participants  in  such  programs 
could  then,  by  virtue  of  their  learning,  be  better  prepared  to  meet  the 
needs  of  arthritic  patients.  Perhaps  some  consideration  might  be  given  to 
funding  research  in  this  vital  area. 

Thank  you  for  considering  this  suggestion.  I hope  that  the  Commission 
will  be  successful  in  its  efforts  to  support  those  of  us  in  the  health 
care  delivery  system  as  we  continue  to  care  for  persons  with  arthritis. 


NORMA  L.  ENGROFF  November  14,  1975 
Austin,  Texas. 

With  the  passage  of  this  bill,  hopefully  more  money  will  be  obtained 
to  better  and  to  expand  treatment  to  people  who  suffer  with  arthritis. 

Community  services  in  all  areas  need  comprehensive  treatment  and 
rehabilitation  centers,  transportation  to  and  from  the  centers  and  special 
equipment  such  as  walkers,  commode  chairs  and  safety  rails.  This 
equipment  should  be  made  available  at  reasonable  cost  to  make  arthritics 
safer  and  more  mobile  within  their  own  homes. 

Hopefully,  firm  plans  will  be  made  to  organize  and  support  the  actions 
to  better  help  and  serve  the  arthritis  sufferers  of  this  area.  Certified 
Occupational  Therapy  Assistant611  BissonetAustin , Texas  78752Frieda  R. 
Hendeles,  M. D. Assistant  Professor  of  FsychiatryThe  University  of  Texas7703 
Floyd  Curl  DriveSan  Antonio,  Texas  78284 
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STELLA  M.  HOLLIS  November  19,  1975 

San  Antonio,  Texas 

As  a community  social  service  agency,  we  are  giving  you  the  following 
suggestions  for  unmet  needs  and  what  might  be  done  with  additional  funds 
to  combat  arthritis  in  the  San  Antonio  area: 

(1)  An  outreach  program  staffed  by  skilled  and  knowledgeable 
personnel  to  establish  contacts  with  those  who  might  never  do 
this  on  their  own. 

(2)  Arthritis  clubs  at  neighborhood  centers  to  encourage  social 
contact  for  comparison  and  improvement  of  individual  problems. 

(3)  Mobile  units  with  free  health  services  (clinic  & therapy) 

(4)  Transportation  services  for  nonambulatory  for  clinic,  therapy  and 
also  personal  business. 

(5)  More  information  and  publicity,  probably  through  T.V.  media, 
similar  to  commercials,  in  good  taste,  to  promote  self-help 
through  information  regarding  devices  and  new  procedures. 

(6)  Homemaker  services  to  people  under  60  yrs.  of  age  since  this 
group  is  not  included  under  existing  programs. 

(7)  Financial  Assistance  to  those  with  1 00%  disability  while  awaiting 
SSI  benefits. 

(8)  Follow- up  Services  on  all  contacts  in  arthritis  programs  and/or 
services  provided. 

Hopefully  this  will  be  of  some  help  to  you. 


VIOLA  EeBORD,  R.N.  November  19,  1975 

Austin,  Texas 

I urge  you  to  request  that  Congress  appropriate  funds  to  combat 
arthritis.  I have  been  in  nursing  for  thirty  years  and  have  really  seen 
the  financial  need,  especially  in  the  area  of  research.  In  the 
communities,  I see  the  greatest  need  as  that  of  programs  to  generate 
public  awareness,  also  funds  for  specific  hardship  cases  that  would  enable 
a person  to  become  a functioning  member  of  society  is  needed. 

I trust  that  you  will  give  this  matter  the  consideration  that  it 
deserves . 
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JAN  SEWARD,  L.P.T.  November  17,  1975 

Austin,  Texas 

As  a licensed  physical  therapist  working  in  the  field  of  community 
health  (with  the  city  Health  Department,  Home  Health  Services  Division) , 
may  I express  my  concern  over  the  needs  I see  in  the  community  for 
arthritis  victims. 

I feel  there  are  many  areas  in  which  increased  funding  would  greatly 
enhance  the  quality  of  services  available.  Amonq  these  are: 

(1)  Increased  funding  to  provide  medical  services,  from  the  M.D., 
physical  and  occupational  therapists,  nursing. 

(2)  Establishment  of  minimal  care  facilities  in  which  arthritis 
patients  may  receive  comprehensive  care  and  education  on  all 
facets  of  their  disease  and  its  care,  outside  the  formal 
insitution. 

(3)  Loan  closet  functions  to  provide  desperately  needed  special 
equipment  that  may  be  unavailable  by  other  means. 

(4)  Improved  and  increased  social  services  at  the  community  level, 
such  as  homemaker  services  and  transportation  of  patients  to 
doctors'  offices  and  clinics  for  treatment,  special  activities, 
etc. 

Some  of  these  services  at  this  time  are  available  to  only  seme  of  rhe 
arthritis  population.  Arthritis,  as  other  chronic  diseases  affects  all 
spectrums  of  the  population.  I would  like  to  see  the  day  where  the 
highest  quality  of  care  is  available  to  all  who  suffer  from  this 
debilitating  condition. 

Thank  you  for  your  time. 


MRS.  J.  C.  SINGLETON 
Angleton,  Texas 

I am  the  mother  of  a young  man  who  is  very  compassionate  and  friendly 
to  everyone.  But  I have  never  seen  a day  since  he  was  two  years  old  that 
he  has  not  had  pain  that  required  medication  and  physical  therapy,  trying 
to  cut  down  on  some  of  the  pain. 

Have  you  ever  been  awakened  in  the  night  with  the  painful  cry  of  a 
child  saying,  "Mama,  please  just  move  my  arms  and  fingers  just  a little  at 
a time,"  or  him  calling  me  to  this  room,  having  severe  chest  pains.  At 
the  same  time  inwardly,  I am  dying  and  trying  not  to  let  him  know  how 
scared  I am.  We  rushed  him  to  the  emergency  room,  an  EKG  was  run.  We 
were  told  it  was  the  arthritis  pain  in  his  chest. 

James  loves  school  and  Boy  Scouts.  At  present,  he  has  a homebound 
teacher  coming  to  our  home  twice  a week  helping  him  to  catch  up  on  his 
school  work. 
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For  the  first  time  James  entered  school  with  the  other  children  this 
fall.  He  was  so  pleased.  Three  weeks  later  he  came  down  with  a virus  and 
that  caused  the  arthritis  to  flare  up,  causing  extreme  pain  in  all  joints 
and  high  temperatures,  104°  and  higher. 

As  Dr.  Brewer  stated  in  explaining  James'  condition  to  the  other 
doctors  and  nurses,  he  has  had  one  long  flareup  since  he  was  small. 

I may  sound  resentful,  I'm  not,  because  that  will  not  help.  We  have 
to  keep  an  open  mind  in  order  to  try  and  cope  with  this  problem. 

We  need  financial  help  for  our  doctors  and  our  research  centers.  We 
also  need  help  in  the  everyday  care  and  expenses  of  medication  and 
physical  therapy. 

I hope  so  very  much  to  see  the  day  in  the  near  future  there  will  be 
some  breakthrough  to  prevent  the  cries  of  pain,  and  help  for  these 
children  who  are  depending  on  help. 

In  a country  like  ours,  can't  there  be  some  help  that  we  are  not 
getting?  I feel  very  strongly  that  much  of  the  public  is  not  aware  of  the 
extreme  involvement  of  rheumatoid  arthritis. 


JANICE  ARMSTRONG 
Richmond,  Texas 

This  letter  is  one  of  many  you  will  read  concerning  the  seriousness  of 
arthritis;  my  story  will  be  just  that,  but  if  it  happens  to  you  or  someone 
close  to  you  the  urgency  for  a cure  will  become  first  and  foremost  in  your 
life.  We  must  find  a cure ! 

Our  story  began  November,  1972  in  the  emergency  room  at  Texas 
Children's  Hospital  where  we  were  told  our  son  had  a virus  which  had 
settled  in  his  joints.  In  two  months  we  were  to  find  that  our 
two-year-old  son  had  a chronic  disease  having  no  sure  cure.  Until  this 
time  my  personal  experience  with  the  AMA  was  a fairy  tale:  1.  Go  to  the 
doctor;  2.  take  some  medicine;  and  3.  instant  health.  Now  I feel  only 
helplessness.  Am  I to  accept  my  son  will  be  crippled  and  much  worse — 
experience  severe  pain  at  all  times?  Stop  and  think — can  you  imagine 
having  some  common  pain  (toothache)  day  and  night  for  years  with  no  end  in 
sight?  I am  pleading  with  you  to  give  us  hope  by  supplying  the  necessary 
resources  to  rid  us  of  this  disease.  I am  writing  to  you  now  that  my  son 
has  had  severe  arthritis  for  two  years — no  medications  have  been  found  to 
relieve  him  of  the  pain--listening  every  night  to  his  screams  of  pain 
unable  to  comfort  him.  He  is  now  four  years  old.  His  father  died  three 
months  ago  and  I am  now  working  full  time.  What  will  his  future  be? 
PLEASE  HELP  ME  HELP  HIM! 
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MRS.  H.  BROCK  November  19,  1975 

Houston,  Texas 

As  a principal  in  the  Houston  Independent  School  District,  I urge  you 
to  consider  funding  in  the  following  areas: 

(1)  The  education  of  doctors  to  recognize  and  test  for  early  symtoms 
of  childhood  arthritis  and  to  refer  immediately  to  specialized 
services. 

(2)  The  information  to  educators  concerning  the  physical,  emotional, 
and  mental  aspects  of  working  with  arthritic  children  and  their 
parents . 

(3)  The  establishment  of  counseling  services  and  groups  of  arthritic 
children  and  also  interacting  groups  of  their  parents. 


PAUL  L.  DIBBLE  October  24,  1975 
Fort  Worth,  Texas 

On  Easter  Sunday  of  1971,  my  two-year-old  daughter,  Jill,  became  a 
victim  of  rheumatoid  arthritis.  Within  ten  days  her  disease  was  diagnosed 
and  medical  treatment  started.  It  took  over  a year  to  find  a combination 
of  drugs  that  did  not  cause  serious  side  effects  and  helped  to  control  her 
illness.  During  that  first  year  I listened  to  my  child  cry  in  pain  and 
beg  her  mommy  and  daddy  to  help  her.  On  Christmas  morning  in  1971,  my 
little  girl  didn’t  open  presents.  She  cried  because  of  the  pain  in  her 
hands.  By  Easter  of  1972,  I had  developed  an  ulcer. 

Rheumatoid  arthritis  is  a terrible  disease.  Doctors  don't  know  what 
causes  it,  how  to  avoid  it,  or  how  to  cure  it.  All  drugs  used  to  control 
the  disease  have  side  effect  problems.  In  working  with  Jill’s  doctors,  we 
are  constantly  striving  for  a balance  between  retarding  her  growth, 
avoiding  an  ulcer  due  to  the  strength  of  the  drugs  and  controlling  the 
impact  of  the  disease  on  her  body. 

We  live  in  Fort  Worth,  Texas,  but  regularly  take  Jill  to  Houston  for 
treatment  by  a juvenile  rheumatologist,  an  orthopedic  surgeon,  a therapist 
and  an  eye  specialist. 

Jill  is  doing  better  now,  but  there  are  still  side  effects  from  the 
drugs,  some  retarding  of  growth,  pain  and  fear  of  the  future.  As  parents, 
we  will  care  for  Jill  while  we  live.  We  worry  about  the  quality  of  her 
life  when  she  is  fifty  or  sixty.  We  had  an  older  friend  who  suffered  from 
rheumatoid  arthritis  and  in  her  late  sixties  she  committed  suicide  because 
she  could  no  longer  carry  the  burden  of  her  illness. 

Rheumatoid  arthritis  has  been  a financial  disaster  for  my  family.  Our 
savings  have  been  seriously  reduced — we  have  sold  the  majority  of  our 
small  holding  in  stocks  and  the  overall  quality  of  life  for  my  other  three 
children  has  suffered.  We,  as  a family,  will  make  any  sacrifice  needed  to 
deal  with  Jill's  illness. 
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The  National  Arthritis  Commission  has  asked  for  input.  Gentlemen, 
please  develop  the  funding  and  resources  to  cure  this  disease.  Before  I 
die,  I pray  for  the  peace  of  mind  to  know  that  my  child  will  be  alright 
without  me. 

Thank  you  very  much  for  considering  my  comments  and  for  your  concern. 


ROBERT  E.  PUGH  November  6,  1975 
San  Antonio,  Texas 

I have  watched  with  interest  the  good  efforts  of  some  concerned, 
public  spirited  citizens  to  secure  funding  to  aid  one  of  our  most 
insidious  cripplers--arthritis . 

During  my  years  as  Chief  of  the  Mental  Health  Department,  and  as 
President  of  the  Mental  Health  Association  I had  had  occasion  to  know 
firsthand  the  ravages  of  arthritis.  But  perhaps  I have  come  into  a wider 
knowledge  of  the  prevalence  as  well  as  the  heartache  caused  by  arthritis 
as  I serve  as  President  of  the  Texas  Senior  Citizens  Association.  Many  of 
my  closest  friends  and  some  coworkers  have  become  disabled  and  "put  on  the 
shelf"  because  of  the  crippling  effects  of  arthritis. 

A few  months  ago,  I went  to  Beaumont  to  participate  in  the  funeral 
services  of  one  of  the  dearest  friends  I have  ever  had — her  hands  and  feet 
so  gnarled  and  twisted  by  arthritis,  she  was  unable  to  do  anything  for 
herself.  But  perhaps  even  sadder  is  to  see  her  daughter,  one  of  out 
greatest  pianists,  a graduate  of  Baylor  University  with  highest  honors, 
slowly  coming  to  the  same  disabling  end  of  a great  career  due  to 
arthritis. 

Something  must  be  done  and  I commend  the  group  who  are  leading  in  this 
fight. 


RICHARD  E.  BROWN  November  11,  1975 
San  Antonio,  Texas 

As  the  Executive  Director  of  the  Mental  Health  Association  of  Bexar 
County,  it  has  recently  come  to  my  attention  that  there  will  be  a meeting 
of  the  National  Arthritis  Commission  on  December  10th  in  Houston.  I would 
like  to  take  this  opportunity  to  make  a few  comments  in  support  of  the 
kind  of  efforts  being  made  in  the  field  of  arthritis  research  and  care, 
most  particularly  those  efforts  by  the  Arthritis  Foundation. 

Let  me  first  say  as  a representative  of  an  agency  interested  in 
comprehensive  health  care,  that  we  are  particularly  aware  of  and  deeply 
appreciative  of  the  kind  of  research  and  advocacy  that  is  associated  with 
the  Arthritis  Foundation.  The  high  standards  set  by  this  group  are  both 
an  example  and  inspiration  to  every  organization  dedicated  to  improving 
the  welfare  of  the  people  of  the  United  States.  Those  of  us  who  are 
working  in  the  field  of  mental  health  are  well  aware  of  how  critically 
important  it  is  to  the  person  who  suffers  from  a disease,  understood  by 
such  an  unfortunately  large  number  of  persons  as  hopeless  or  without  cure. 
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to  be  able  to  depend  upon  a dedicated  organization  of  "friends"  who 
believe  there  is  hope  and  a cure,  and  are  working  toward  making  that  a 
reality. 

During  our  recent  participation  in  a Health  Fair  for  the  elderly  in 
San  Antonio,  we  were  specifically  reminded  of  how  great  a number  of  our 
senior  citizens  are  necessarily  dependent  upon  public  agencies  for  their 
health  care  needs.  It  was  also  tragically  apparent  that  the  number  of 
persons  in  this  age  category,  many  of  whom  suffer  from  arthritis,  are 
unable  to  be  assured  of  such  care  because  the  community  resources  are 
simply  inadequate  to  presently  respond  to  this  need.  We,  therefore, 
heartily  and  urgently  endorse  any  and  all  efforts  that  can  be  made  to 
reduce  this  present  deficiency  in  health  care  resources  for  the  aged. 

If  we  can  be  of  any  further  assistance  to  you,  please  feel  free  to 
contact  us  at  the  above  address. 


ALICE  SALDANA 

South  Central  Texas  Chapter,  A. F. 

My  experience  with  observing  this  illness,  is  that  it  appears  that  it 
would  be  due  to  not  ever  having  an  adequate  diet  that  was  balanced  right. 
Also  I’ve  observed  that  it's  painful  and  crippling  of  hands  these  skeleton 
look  of  feet  parts  of  body,  weakness  to  where  some  aspect  hazardous  to 
Seniors  who  are  alone  having  to  cook  and  dress  themselves.  Which  I would 
like  also  that  would  be  able  to  get  relief  other  than  just  aspirin.  I 
feel  there  should  be  more  doctors  studying  about  prevention  of  this 
disease.  As  far  as  funds  maybe  a telethon  might  help. 


AUDREY  C.  WINN 
Bexar  County,,  Texas 

In  regard  to  the  very  need  of  funds  for  arthritis  at  this  point, 
having  a mother,  as  well  as  myself  who  can't  walk  the  first  thing  when  we 
get  up  in  the  morning.  Her  hands  are  crippled.  Even  though  we  receive  no 
help  from  the  Arthritis  Foundation,  we  are  glad  for  those  who  do,  and 
there  are  thousands  of  people  yet  who  need  help.  There  should  be  more 
caseworkers  to  find  the  people  who  need  this  help  and  don’t  know  how  to  go 
about  getting  the  help  that  they  need.  I work  with  the  old  people  and  see 
much  of  this  as  well  as  I forestated  I have  some,  too,  and  it  is  getting 
worse  for  me. 


HAROLYN  S.  STAGGERS  October  23,  1975 
Starkville,  Mississippi 

As  one  of  the  20  million  arthritis  victims,  I want  to  strongly  suggest 
that  the  Federal  Government  should  lend  strong  financial  support  to 
arthritis  research.  Research  in  this  field  is  too  expensive  to  be 
conducted  by  individuals;  it  is  a national  problem  and  should  be  handled 
on  this  basis. 
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I can  testify  from  my  years  of  experience  with  arthritis  that  very 
little  is  known  about  the  dreaded  disease,  but  a great  deal  of  speculation 
is  present.  With  proper  research  conditions  and  trained  personnel,  these 
speculations  could  soon  turn  into  medical  facts  and  figures  which  would  be 
helpful  to  20  million  people!  Yes,  there  are  20  million  of  us  sitting 
with  bent  backs,  crooked  fingers,  swollen  ankles,  aching  feet,  and  other 
disfigurements,  just  hoping  the  Federal  Government  will  assume  the  role  of 
a leader  in  arthritis  research. 

At  present,  with  so  little  knowledge  concerning  this  incurable 
disease,  many  work  hours  are  lost  because  of  inability  to  function  in  a 
normal  manner.  Many  people  with  arthritis  are  declared  "completely 
disabled"  and  thus  are  placed  on  government  support.  What  we  really  need- 
and  want — is  help,  but  help  in  the  field  of  research.  Eventually,  we  can 
conquer  this  crippler,  but  not  until  adequate  financial  help  is  received. 

Please  accept  my  testimony  that  my  body  is  crippled  from  arthritis, 
but  my  mind  is  quite  active,  and  I know  that  Federal  financial  help  must 
come  before  enlightened  research  can  be  accomplished. 


IRA  ISCOE  November  18,  1975 
Austin,  Texas 

I understand  that  you  are  the  person  who  should  receive  letters  in 
support  of  the  request  for  additional  funds  to  combat  arthritis.  I hope 
that  this  letter  will  be  forwarded  tg  the  National  Arthritis  Commission 
and  ultimately  to  the  appropriate  legislative  committees  or  Congress 
itself. 

As  most  citizens,  I am  concerned  about  the  effects  of  arthritis  on  the 
young  and  old,  and  also  like  most  persons  I have  been  able  to  witness  the 
ravages  of  the  illness  firsthand.  What  should  the  extra  funds  be  used 
for?  Since  I am  in  a university  setting,  I certainly  feel  that  funds 
should  be  used  for  basic  research  dealing  with  the  complicated  physiology 
and  neurology  involved  in  the  various  forms  of  arthritis.  I also  feel 
that,  through  the  government  or  through  the  Arthritis  Foundation,  extra 
funds  should  be  used  to  make  people  aware  of  the  need  for  early  diagnosis 
and  care  and  that  the  condition  need  not  be  hopeless.  Included  in  this 
educational  campaign  should  be  efforts  to  blunt  the  inroads  of  false 
medical  claims  with  regard  to  the  amelioration  of  healing  of  arthritis. 

I hope  that  the  efforts  of  many  citizens  will  be  translated  into 
constructive  action  by  the  Congress. 
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MRS.  P.  H.  NESBY  November  20,  1975 
Tomball,  Texas 

My  fourteen-year-old  son  has  rheumatoid  arthritis.  It  began 
approximately  one  and  a half  years  ago.  Because  of  his  arthritis,  he  will 
never  run  in  high  school  track  as  he  dreamed  of  doing,  he  will  never,  in 
all  probability  ride  his  bicycle  over  a city  block  at  a time,  and  he  will 
never  ride  in  the  rodeo  we  promised  him  he  could  when  he  turned  fourteen. 

He  will,  in  all  probability,  continue  to  hide  his  disease  from  his 
friends  as  much  as  possible,  not  complain  about  the  constant  pain  he  is  in 
so  as  not  to  worry  us,  his  parents,  and  will  continue  to  strive  to  keep  up 
with  his  peers  while  in  pain. 

Every  drug  he  has  been  on  up  to  now  has  not  helped  him  nor  brought  him 
relief  for  any  length  of  time  due  to  side  effects.  He  has  been  on 
aspirin,  Indocin,  Tandearil  and  Motrin.  He  is  currently  on  an 
experimental  drug.  What  happens  if  the  experimental  drug  fails  to  help 
him?  There  are  still  gold  salts  and  steroids.  And  if  those  fail  to  work, 
what  happens  to  my  son?  Is  he  doomed  a cripple  because  our  government 
does  not  believe  rheumatoid  arthritis  is  a disease  important  enough  to  be 
funded? 

What  can  be  done?  The  first  thing  is  more  money  for  research.  What 
happens  to  all  the  people,  who  like  my  son,  cannot  take  the  conventional 
drugs  used?  What  will  their  lives  be  like  if  there  is  no  continuing 
search  for  new  drugs  and  new  treatment? 

Secondly,  educate  the  public  and  doctors.  School  officials  do  not 
know  children  can  have  arthritis  and  when  told,  believe  it  is  a minor 
ailment.  Doctors  should  have  to  take  courses  on  rheumatoid  and  collagen 
diseases  in  order  to  practice,  because  many  times  they  are  as  ignorant  as 
the  rest  of  the  public. 

Thirdly,  take  all  advertisement  for  "the  minor  aches  and  pains  of 
arthritis"  off  television  and  other  media.  It  is  grossly  misleading. 
Though  aspirin  is  the  leading  drug  in  treating  arthritis,  these 
advertisements  are  dangerous.  First,  it  leads  to  self-diagnosis  and  self- 
treatment of  a potentially  crippling  disease;  and  secondly,  it  fosters  in 
the  public  the  idea  that  arthritis  is  a malingerer's  disease  and  not 
serious  or  painful  except  for  short  periods  of  time. 

Parents  with  arthritics  live  in  constant  fear.  We  fear  flareups  and 
damage  to  joints  that  cripple  our  children.  Most  of  all  we  fear  the  pain 
we  cannot  understand.  We  cannot  do  anything  but  hope.  You  can  do 
something,  Mr.  Wartofski,  by  helping  get  more  re  ch  going  so  that  maybe 
one  day  our  children  can  at  least  be  free  of  pain. 
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LLOYD  DOGGETT  November  20,  1975 
Austin,  Texas 

As  a member  of  the  Board  of  Directors  of  the  Capitol  Area  Division  of 
the  Arthritis  Foundation  and  as  a Texas  state  senator  who  feels  a keen 
responsibility  to  encourage  the  development  of  a quality  comprehensive 
health  care  delivery  system  in  Texas,  I have  come  to  realize  just  how 
imperative  it  is  that  the  thousands  of  person  in  Texas  suffering  the 
painful  and  crippling  effects  of  arthritis  be  allowed  access  to  the  health 
care  delivery  system  through  a component  that  will  be  responsive  to  their 
particular  needs. 

To  meet  the  challenge  of  this  burgeoning  health  problem  it  is 
essential  that  the  Federal  Government  provide  the  financial  and  technical 
assistance  necessary  to  increase  and  improve  health  care  delivery  services 
to  people  with  arthritis. 

Therefore,  I gladly  add  my  voice  to  those  who  are  asking  our  Federal 
Government  to  act  decisively  on  this  matter  and  shall  remain  confident 
that  the  response  will  be  positive. 


PAULA  U.  KENNEDY  November  19,  1975 
San  Antonio,  Texas 

As  a physical  therapist  who  treats  many  arthritic  patients,  I have 
become  aware  of  many  aspects  of  their  treatments  which  are  being 
compromised  due  to  lack  of  funds. 

First  I would  like  to  comment  that  arthritis  is  a long  term  illness 
that  requires  exercise  and  many  modalities  just  to  prevent  progression  of 
deformities.  Reimbursement  for  maintenance  care,  which  the  above  is 
considered,  is  not  offered  by  Medicare  and  Medicaid. 

Many  patients  need  walkers,  splints  and  other  adaptive  equipment. 
This  is  also  not  funded  through  Medicare,  and  is  unobtainable  by  those  who 
cannot  pay  directly  for  it. 

One  further  problem  has  been  brought  to  my  attention.  Patients  wait 
months  to  get  an  initial  appointment  with  a rheumatologist,  largely  due  to 
understaffing.  During  this  time,  their  disease  is  progressing  and  more 
deformities  and  discomfort  may  be  experienced. 

I hope  that  this  letter  has  brought  to  your  attention  some  of  the 
problems  arthritic  patients  are  experiencing  which  could  be  alleviated  by 
increased  funding. 
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SUE  KONAK  November  30,  1975 
San  Antonio,  Texas 

As  a registered  nurse  employed  in  a large  general  hospital,  I am 
especially  aware  of  the  critical  need  for  improving  services  to  the  people 
with  arthritis. 

Here  in  Bexar  County  we  have  over  100,000  arthritis  victims  suffering 
from  this  crippling  disease.  Due  to  the  nature  of  the  illness,  the 
majority  of  the  people  are  not  financially  able  to  afford  medical  care 
indefinitely,  thus  additional  funds  are  needed  to  provide  the  help  in 
defraying  expenses  for  medical  care,  including  drugs  for  research, 
rehabilitation  centers  with  many  necessary  physical  therapy  equipments 
besides  walkers,  crutches,  wheel  chairs  and  other  supplies. 

Bexar  County  is  unfortunately  not  adequately  budgeted  to  financially 
assist  the  many  needy  arthritic  victims.  The  committee’s  consideration  in 
providing  additional  funds  through  the  National  Arthritis  Foundation  for 
the  100,000  people  suffering  from  acute  as  well  as  chronic  arthritis  will 
be  greatly  appreciated. 


ELLEN  C.  HOLLANDER  November  12,  1975 
San  Antonio,  Texas 

My  purpose  in  writing  this  letter  is  to  suggest  areas  in  which  the 
National  Commission  on  Arthritis  and  Related  Musculoskeletal  Diseases 
might  support  the  work  of  health  care  facilities  such  as  this  hospital  as 
we  seek  to  provide  quality  patient  care  to  persons  with  arthritis. 

As  the  person  responsible  for  coordinating  educational  programs  for 
the  hospital  staff,  I know  how  crucial  the  problem  of  program  resource 
availability  is  to  my  instructors.  I would  therefore  suggest  that  some 
research  funds  be  used  to  develop  educational  programs  about  arthritis, 
about  treatment  modalities,  and  about  supportive  care  techniques  for 
arthritis.  If  funds  could  then  be  provided  for  distribution  of  these 
resources  to  agencies  providing  care  to  persons  with  arthritis,  the 
Commission  would  be  performing  a much  needed  service. 

I wish  the  Commission  well  in  its  efforts  to  provide  service  to  those 
of  us  who  care  for  persons  with  arthritis,  and  hope  that  my  suggestions 
will  be  given  serious  consideration. 

BECKY  PRESSWOCD,  O.T.R.  November  18,  1975 
Austin,  Texas 

I am  an  occupational  therapist  in  Austin,  Texas.  I am  a member  of  the 
only  occupational  therapy  department  in  a general  hospital  in  this  city  of 
over  300,000  population.  One  of  the  diagnostic  categories  I deal  with  is 
arthritis. 

Although  I am  chiefly  concerned  with  a patient's  ability  to  function, 
that  is,  to  accomplish  purposeful  activities;  I am  frequently  faced  with 
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the  financial  aspect  of  arthritis  rehabilitation.  Many  of  our  patients 
need  intensive  therapy,  splints,  or  assistive  devices  for  which  there  is 
no  funding.  In  addition  to  lack  of  funds  for  primary  care,  there  is  also 
a lack  of  funds  for  follow-up  care.  As  you  know,  arthritis  is  usually  a 
long  term  illness.  There  are  exercises,  activities,  and  precautions  which 
can  prolong  a person's  ability  to  function  independently,  but  the 
availability  of  these  are  all  sharply  curtailed  by  lack  of  funds. 

For  instance,  any  exercise  program  needs  an  occasional  boost  or 
renewing  spur  of  energy,  to  keep  the  program  going.  Without  the  followup 
"boost"  even  the  best  intentioned  person  gradually  delays  doing  exercise, 
or  decreases  the  time  or  number  of  exercises,  until  they  are  no  longer 
doing  any  exercises.  The  disease  progresses  and  soon  the  person  is 
readmitted  to  the  hospital;  an  increase  in  medication  is  necessary, 
perhaps  even  surgery  is  needed,  all  because  there  was  no  money  to  provide 
the  "boost"  necessary  to  keep  the  exercise  program  going.  If  the  patient 
has  medical  insurance,  then  a portion  of  the  hospitalization  is  financed 
by  the  insurance  company.  If  there  is  no  insurance,  the  hospitalization 
is  financed  in  part  by  Medicare  or  Medicaid.  If  there  is  no  financing 
available  a hospital  may  take  the  patient  as  a charity  case.  As  you  can 
quickly  see,  the  general  public  ends  up  footing  the  bill,  either  directly 
or  indirectly  (as  in  higher  hospital  costs  or  higher  insurance  premiums) . 
It  would  be  less  expensive  to  fund  a followup  program  than  to  end  up 
paying  for  a readmission,  increased  medication  and/or  surgery. 

One  of  the  aspects  of  arthritis  rehabilitation  that  I have  noticed 
here  in  central  Texas  is  the  large  number  of  ethnic  patients.  Frequently 
these  people  have  little  money  to  pay  for  medical  care.  Therefore,  they 
delay  treatment,  treat  themselves,  or  rely  on  superstitions,  and  home 
remedies  to  "cure"  their  arthritis.  When  they  do  come  for  care,  they 
already  have  joint  degeneration  and/or  deformities.  Therefore,  they  need 
longer  intensive  therapy  and  more  assistive  devices.  If  there  was  funding 
for  bilingual,  inner-community  clinics  that  specialized  in  dealing  with 
arthritis,  it  could  save  money  ultimately.  An  added  benefit  would  be  that 
many  of  the  people  in  the  lower  economic  range  could  work  longer  and 
retain  their  self-esteem  longer. 

Although  I have  suggested  only  three  areas  needing  funds,  there  are 
many  more.  With  the  increase  in  senior  citizens  in  our  population,  there 
is  also  an  increase  in  the  number  of  persons  affected  by  arthritis.  Those 
of  us  in  the  "well"  community  must  make  decisions  regarding  the  "sick" 
population.  For  all  too  long  we  have  resorted  to  "bandaid"  solutions. 
Congress,  with  the  help  of  the  National  Arthritis  Commission,  now  has  an 
opportunity  to  begin  formulating  long-range  solutions  in  the  treatment  of 
arthritis,  .through  increased  and  wisely  administered  funding.  As  a health 
care  professional  who  witnesses  the  financial,  emotional,  and  physical 
devastation  of  arthritic  patients,  I fervently  hope  hearings,  such  as  the 
one  in  Houston,  can  contribute  to  changing  the  present  situation. 
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FRANCINE  JENSEN,  M.D.  November  26,  1975 

Houston,  Texas 

Mr.  Chase  Untermeyer,  executive  assistant  to  Judge  Jon  Lindsay,  has 
advised  you  that  I will  represent  Harris  County  at  the  forthcoming  meeting 
on  December  10,  1975. 

Following  are  some  comments  about  this  subject  which  reflect  the 
combined  thoughts  of  myself,  nursing,  physical  therapy,  occupational 
therapy  and  nutrition. 

(1)  The  incidence  of  arthritis  and  those  persons  afflicted  are  not 
being  communicated  to  the  county  health  department.  Our  staff  is 
such  that  allied  health  professionals  could  not  now  adeguately 
handle  direct  service  for  new  referrals. 

Is  there  money  in  this  act  for  us  to  get  staff  sufficient  to 
combat  these  problems? 

(2)  It  appears  that  outside  of  the  city  of  Houston,  no  self-help 
group , etc.,  is  presently  being  implemented  for  arthritics. 

(3)  If  there  is  no  professional  clinical  nurse  specialist, 
nutritionist  or  dietitian  involved  in  planning,  they  need 
representation.  L.  Richey  is  a registered  occupational  therapist 
and  E.  Barkley  is  a licensed  physical  therapist,  so  there  seems 
to  be  input  or  theory  from  these  two  disciplines  but  not  others. 

(4)  Patient  education--there  should  be  planning  for  professional 
education  as  well  as  patient  education.  Nurses  are  in  a prime 
spot  to  promote  both  aspects.  The  allied  health  section  should 
include  a representative  from  the  Texas  Nurses'  Association. 

National  Arthritis  Act 

Research  Centers 

Screening- -for  early  detection  could  perhaps  be  done  by  health 
department  staff. 

What  are  risk  factors  and  how  can  we  get  involved? 

We  are  regional  with  Sudden  Infant  Death  Syndrome  project  and  could 
expand  input  to  include  arthritis. 

Referral  can  certainly  be  facilitated  by  health  department.  That  is 
one  of  our  prime  functions  and  nursing  would  be  glad  to  become  involved  in 
exploring  and  developing  better  referral  processes. 

Commis sion  — research  and  development,  particularly  in  home  care,  team 
studies,  resources  and  standards  would  benefit  from  health  department 
participation. 
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Data  Col lection- -This  is  one  of  the  major  activities  of  health 
departments  and  again  could  be  implemented  on  a regional  basis,  such  as  a 
registry  based  on  patient  screening. 

Thank  you  for  soliciting  our  views. 


CHARLES  M.  SINGLETON  LT.  COL.  November  26,  1975 
Lackland  AFB,  Texas 

As  Chief  of  the  Rheumatology- Immunology  Service  at  Wilford  Hall 
Medical  Center,  I welcome  this  opportunity  to  have  some  input  into  the 
public  hearing  to  be  held  by  the  National  Arthritis  Commission  in  Houston 
on  Wednesday,  December  10,  1975. 

We  are  the  only  operating  rheumatic  disease  unit  in  the  Air  Force  in 
terms  of  an  in-patient  facility  with  rheumatological  beds.  This  unit  was 
started  approximately  one  and  a half  years  ago  and  consists  of  two  full- 
time rheumatologists.  Until  that  time  the  USAF  had  rheumatologists  at 
Andrews  AFB  and  at  Wilford  Hall  Medical  Center.  These  were  the  only  two 
Air  Force  facilities  staffed  with  fully  trained  rheumatologists.  Since 
then  we  have  placed  fully  trained  rheumatologists  at  several  other 
institutions.  We  have  fully  trained  men  at  David  Grant  Hospital  in  San 
Francisco  and  Keesler  Air  Force  Hospital.  This  leaves  us  short  at  most  of 
the  other  regional  centers  of  the  Air  Force.  In  spite  of  this  shortage  we 
are  training  only  approximately  two  new  rheumatologists  per  year.  Since 
there  are  no  fellowships  in  rheumatolggy  in  the  Air  Force  these  training 
slots  have  to  come  from  civilian  programs  funded  by  the  Air  Force.  In  the 
fiscal  year  1975,  only  five  such  civilian  slots  were  manned  in  all  the  Air 
Force  for  all  subspecialties  of  internal  medicine.  This  means  we  are  very 
far  behind  in  staffing  the  new  centers.  In  spite  of  the  low  manning,  the 
rheumatologists  at  all  of  the  centers  which  have  . been  staffed  are 
extremely  busy.  At  Wilford  Hall  we  run  outpatient  clinics  in  which  we  are 
second  only  to  cardiologists  in  the  number  of  patients  seen  per  month. 
However,  no  other  subspecialty  of  medicine  has,  as  we  do,  a staff  of  only 
two  practitioners.  Thus,  in  spite  of  the  considerable  progress  that  has 
been  made  at  Wilford  Hall  in  the  past  three  to  five  years,  we  have  a 
considerable  way  to  go  in  delivering  rheumatological  care  to  our  patient 
population.  Since  Wilford  Hall  Medical  Center  is  the  largest  hospital  in 
the  Air  Force  and  is  the  major  teaching  hospital,  the  posture  of 
rheumatology  at  Wilford  Hall  is  important  to  the  rheumatology- immunology 
program  in  the  entire  Air  Force. 

The  Defense  Department  has  included  a large  appropriation  for  the 
renovation  of  the  Wilford  Hall  Medical  Center  to  the  tune  of  approximately 
$97,000,000.  Fortunately,  we  have  had  an  opportunity  to  help  plan  the 
rheumatology  facilities  in  this  renovation.  Since  we-  are  working 
prospectively  in  developing  the  clinical  areas  as  well  as  the  program 
here,  we  hope  to  be  included  in  the  other  aspects  of  the  National 
Arthritis  Act,  such  as  the  data  bank  facility.  We  are  also  in  the  process 
of  forming  a rheumatic  disease  registry  which  could  fit  in  fairly  well. 
We  would  welcome  contact  from  this  section  of  the  Arthritis  Commission. 
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The  Air  Force  does  not  have  a civilian  consultant  in  rheumatology. 
This  vacancy  should  be  filled  as  soon  as  possible.  We  have  made  several 
suggestions  for  both  local  and  national  civilian  consultants.  It  would  be 
beneficial  if  the  Arthritis  Commission  could  begin  some  inquiries  from 
their  side  of  this  issue. 


A laboratory  to  support  the  clinical  evaluation  of  rheumatological 
diseases  is  badly  needed.  Since  we  are  a referral  center  for  the 
evaluation  of  rheumatic  diseases  and  their  effect  upon  both  active  duty 
and  retired  members  of  the  Armed  Forces,  this  is  a particularly  crucial 
point.  We  have  the  kncw-how  on  our  staff  to  accomplish  this  and  have  been 
authorized  to  hire  a GS-7  laboratory  technician.  We  are  searching  for 
just  such  a person  at  this  time.  However,  we  do  not  have  facilities  and 
equipment  in  which  this  person  could  work  at  the  present  time. 

We  are  badly  in  need  of  an  Air  Force  fellowship  in  rheumatology. 
Again,  we  have  the  expertise  on  our  staff  to  accomplish  a valid 
curriculum.  This  is  particularly  important  because  we  have  lost  several 
top-notch  internal  medicine  residents  to  other  subspecialities  because  of 
the  inability  to  find  either  civilian  or  military  training  programs  in 
rheumatology.  We  need  some  pressure  by  the  Arthritis  Commission  to  help 
us  accomplish  this  aim  of  our  program.  To  my  knowledge  there  is  only  one 
rheumatology  fellowship  in  the  entire  Armed  Forces  (Army — Walter  Reed) . 


There  will  be  several  letters  from  our  patients  in  the  military 
population  which  will  reach  you  in  conjunction  with  these  comments.  These 
letters  will,  I am  sure,  express  gratitude  for  what  has  been  done  over  the 
past  years  in  the  Air  Force  to  render  rheuiratological  care.  However,  we 
have  just  begun  to  scratch  the  surface.  Because  of  a paucity  of  resources 
at  hand,  we  are  in  a struggle  with  all  other  disciplines  of  medicine  to 
wangle  resources  from  the  Department  of  Defense.  We  need  to  let  the  upper 
levels  of  management  know  that  the  rheumatological  services  are  seeing 
extremely  large  numbers  of  patients,  doing  considerable  house  staff 
teaching,  and  yet  are  still  considered  a "small  but  interesting" 
subspecialty  of  medicine. 


FRANK  E.  EMERY,  M.D.  December  19,  1975 
Galveston,  Texas 

Pursuant  to  our  telephone  conversation,  I am  enclosing  a brief 
description  of  our  arthritis  program  at  The  University  of  Texas  Medical 
Branch. 


Again,  please  accept  my  apologies'  for  the  break  in  communication  with 
Mr.  Wartofski  and  the  committee.  Copies  of  the  material  will  be  sent  to 
Mr.  Wartofski  and  Dr.  Engleman  as  you  suggested. 
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PILOT  ARTHRITIS  PROGRAM 
The  University  of  Texas  Medical  Branch 
Galveston,  Texas 

Arthritis,  in  one  of  its  many  forms,  affects  a large  segment  of  the 
population  in  this  country.  Recent  estimates  indicate  that  1 out  of  10 
individuals  experience  at  some  time  during  their  lives  symptoms  of  one  or 
more  types  of  arthritis.  The  impact  of  arthritis  on  an  individual  is 
partly  determined  by  the  type  of  arthritis,  its  clinical  course,  and  the 
patient's  response  to  his  illness. 

Unlike  many  diseases,  arthritis  is  not  life  threatening.  The 

individuals  involved  usually  continue  to  function  in  a family  and  work 
environment.  The  patient  often  encounters  long  term  problems  requiring 
much  patience,  understanding  of  the  disease  process  and,  in  many  cases, 
the  ability  to  compromise  and  adjust  goals  without  feeling  defeated. 

Realistic  goals  are  necessary  in  planning  any  arthritis  management 
program.  These  goals  should  be  determined  only  after  full  medical  and 

functional  assessment.  They  should  be  specific  for  each  individual 

patient  and  be  acceptable  to  the  patient,  examining  physicians  and 
therapists. 

Arthritis  patients  occasionally  need  to  be  placed  in  an  acute-care 
hospital  setting  for  medical  evaluation,  management  or  surgery. 
Functional  assessment  of  the  patient's  established  goals,  patient 

education,  and  training  programs  can,  however,  be  performed  in  a nonacute 
hospital  setting  for  medical  evaluation,  management  or  surgery. 

As  this  is  accomplished,  acute  hospital  beds  are  freed  for  use  by 
patients  who  need  constant  skilled  nursing  care. 

Care  for  the  patient  who  does  not  have  an  acute  medical  or  surgical 
problem  is  difficult  in  a traditional  hospital  in  that  individual 

independence  should  be  fostered  and  maintained.  This  independence  is 
jeopardized  in  an  acute  hospital  setting.  For  these  reasons,  an  Arthritis 
Minimal  Care  Unit  (MCU)  has  been  developed  on  a pilot  basis. 

The  University  of  Texas  Medical  Branch  in  Galveston,  Texas  initiated  a 
comprehensive  treatment  and  training  program  for  patients  with  arthritis 
in  September,  1974.  In  February  of  1974,  the  University  of  Texas  Medical 
Branch  had  been  advised  that  funds  would  become  available  through  the 
Regional  Medical  Programs  to  aid  in  the  formation  of  pilot  arthritis 
centers.  A coordinated  statewide  arthritis  program  was  outlined  which 
represented  five  institutions  within  the  state,  each  setting  forth  their 
proposals.  The  statewide  proposal  was  accepted  and,  as  a result  of  this, 
the  comprehensive  arthritis  program  at  the  University  of  Texas  Medical 
Branch  was  initiated. 

In  February  of  1974,  the  American  Academy  of  Orthopaedic  Surgeons 
notified  the  training  program  of  the  possibility  of  Regional  Medical 
Program  (RMP)  support  to  assist  in  the  development  of  pilot  arthritis 
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centers.  With  the  assistance  of  RMP  and  the  administrative  support  of  our 
institution,  a program  was  developed  and  submitted  as  a part  of  the  state- 
wide coordinated  arthritis  program. 

In  September  of  1974,  an  arthritis  team  was  selected  which  would  give 
a bidirectional  approach  to  training  and  inpatient  treatment. 

In  October  of  1974,  with  the  assistance  of  a RMP  contract,  an 
Arthritis  Minimal  Care  Unit  was  opened. 

The  Minimal  Care  Unit  is  housed  in  a building  separate  from  the  main 
hospital  complex.  The  facility  is  conveniently  located  near  restaurants 
and  shopping  areas.  The  rooms  are  similar  to  a modern  motel,  each  having 
private  bathroom  facilities.  Doors  have  extra  width  to  accommodate  entry 
by  wheelchair.  Seven  rooms  are  available,  four  of  which  are  double 
occupancy  rooms  equipped  with  two  single  hospital  beds.  This  allows  one 
family  member  to  stay  with  and  be  trained  with  the  patient  for  future  home 
care.  Two  treatment  rooms  are  used,  one  equipped  for  physical  therapy  and 
the  other  for  occupational  therapy.  Also  located  in  the  facility  adjacent 
to  the  patient  waiting  area  is  an  administrative  office  which  houses  a 
secretary.  This  person  is  responsible  for  maintaining  patient  records  and 
for  coordinating  patient  care  activities. 

The  MCU  is  administered  by  team  members  representing  the  Departments 
of  Medicine,  Surgery,  Physical  Therapy  and  Occupational  Therapy.  Each 
team  member  is  responsible  to  the  unit  and  for  the  arthritis  training 
program  in  the  respective  school  and  department. 

When  patients  are  referred  for  evaluation  by  the  arthritis  team, 
whether  inpatient  or  outpatient,  they  are  assessed  by  all  team  members. 
The  team  then  agrees  upon  and  outlines  a suitable  program  for  each 
patient.  The  patient  is  followed  closely  throughout  this  program. 

If  the  decision  is  made  to  have  a patient  admitted  to  the  MCU,  the 
individual  is  not  officially  admitted  to  the  hospital.  Separate  patient 
care  records  are  maintained  to  expedite  care.  Entries  are  made  on  the 
hospital  charts,  however,  to  reflect  total  care. 

Patients  staying  in  the  unit  have  been  requested  to  complete  a 
questionnaire  prior  to  their  discharge.  All  responses  have  been 
favorable.  The  most  consistent  comment  is  that  there  is  less  stress  than 
in  an  acute  hospital  setting  and  much  more  tranquillity.  All  appreciate 
the  fact  that  the  spouse  or  parent  can  be  included  in  the  treatment 
program  and  many  appreciate  the  feeling  of  independence  while  at  the  MCU. 

During  the  first  year  of  operation,  the  average  stay  was  6.31  days  per 
patient. 

Treatment  effectiveness  is  judged  in  terms  of  days  and  compared  to 
treatment  time  for  a patient  in  an  acute  hospital  setting.  Studies  reveal 
that  50  percent  less  time  is  needed  to  treat  the  patient  in  the  MCU  than 
would  be  necessary  in  the  hospital.  The  dollar  savings  per  patient 
treated  is  thus  far  $1,200  per  patient  when  compared  to  current  inhospital 
charges.  This  saving  should  be  of  particular  interest  to  third  party 
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carriers  at  this  time.  Acceptance  of  third  party  carriers  might  be  a 
significant  step  toward  lowering  health  care  costs  and  at  the  same  time 
improving  patient  care. 

Our  comprehensive  arthritis  program  is  now  in  the  second  year  of 
operation  and  is  progressing  as  fast  as  available  faculty  can  find  time  to 
contribute  to  the  program. 

Although  our  program  is  still  very  new,  its  continuation  is  very 
important  for  two  reasons.  The  first  is  to  provide  better  training  for 
medical  students  and  allied  health  professionals.  Approximately  205 
medical  students  will  graduate  this  year  and  subsequent  years  from  this 
campus.  The  total  student  number,  including  the  School  of  Allied  Health, 
amounts  to  1,400  students  on  campus  at  any  one  time. 

The  next  need  of  our  program  is  to  continue  with  the  concept  of  a 
minimal  care  unit.  It  has  proven  effective  as  a method  of  patient  care 
and  has  greatly  decreased  the  cost  of  providing  health  care  without 
compromising  quality. 

It  has  also  increased  a cooperative  effort  for  patient  care  at  an 
institutional  level. 

This  unit,  at  present,  is  being  used  as  a training  module  for  students 
on  this  campus.  We  are  anticipating  extended  use  for  the  Area  Health 
Education  Center  project. 

Although  it  is  planned  that  the  arthritis  program  and  the  Minimal  Care 
Unit  will  be  self-sustaining,  it  is  anticipated  that  this  goal  will  not  be 
reached  for  several  years  until  the  total  arthritis  program  is  better 
established  and  third  party  insurance  carriers  recognize  the  cost 
effectiveness  of  care  provided  by  this  means. 

We  ask  to  be  considered  for  continuing  support  both  for  our  own 
relatively  new  arthritis  training  program,  and  for  support  of  our 
coordinated  statewide  efforts  for  training  and  research  in  the  field  of 
arthritis. 

The  experience  gained  from  the  operation  of  an  arthritis  minimal  care 
unit  during  the  past  year  has  been  very  rewarding.  Cost  factors  will  need 
to  be  more  thoroughly  studied  during  the  next  year  of  operation.  The 
results  of  these  studies  will  help  determine  if  it  is  financially  feasible 
to  establish  similar  facilities  at  other  locations. 
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NORMA  E.  MAULDIN  November  20,  1975 
South  Texas  Area  I,  A.F. 

In  behalf  of  the  thousands  of  arthritis  sufferers  in  the  South  Texas 
Area  I,  as  a registered  nurse  and  licensed  physical  therapist,  feel 
compelled  to  express  my  feelings  in  regard  to  their  unfortunate  situation. 

First  of  all,  these  people  are  sadly  in  need  of  well  publicized 
reliable  sources  of  information.  The  sparse  number  of  forums  presented 
thus  far  have  been  well  received,  but  reveals  their  fear,  apprehension, 
and  confusion  as  to  where  to  turn  for  help.  Even  our  physicians  have  come 
to  us  requesting  information  for  the  treatment  of  their  arthritic 
patients.  Educational  programs  for  the  arthritis  sufferer  as  well  as  all 
others  of  the  allied  medical  health  team  has  reached  a critical  point. 

Another  sad  plight  of  the  South  Texas  Area  is  the  acute  shortage  of 
rheumatologists.  Corpus  Christi,  Texas  with  a population  of  over  200,000 
has  no  rheumatologist  and  none  closer  than  150  miles.  Is  there  now  no  way 
this  deplorable  situation  can  be  corrected? 

To  sum  it  all  up — WE  NEED  HELP! 


AURORA  S.  SMOOTE  November  21,  1975 

I am  arthritic.  I was  only  vaguely  aware  of  that  word  eight  months, 
or  so,  ago,  since  I am  comparatively  young  (35) , a mother  of  four 
children,  and  extremely  active,  until  this  unknown  "word"  interfered  with 
my  life.  I had  always  thought  that  arthritis  was  something  that  came 
along  late  in  life  as  the  "by-product"  of  age.  Since  my  diagnosis  as 
having  "rheumatoid  arthritis,"  I have  really  had  my  eyes  opened  concerning 
just  how  much  is  not  known  about  this  painful  disease--particularly  by 
those  who  are.  not  affected  in  some  direct  way  by  it. 

I believe  that  the  most  pressing  need  of  the  arthritic  today  is,  of 
course,  a cure.  For  that  to  become  a reality,  concentrated  research  is  a 
must.  Research  obviously  requires  money,  and  that  commodity  is  seemingly 
lacking  at  this  time.  I can  empathize  with  the  millions  of  persons  in  our 
nation  who  are  afflicted  with  one  or  more  of  a multitude  of  diseases; 
however,  since  I have  become  acutely,  and  painfully,  aware  of  arthritis,  I 
have  the  feeling  that  perhaps  not  enough  is  being  done  to  combat  this 
disease  and  its  effects. 

First,  I believe  that  we  need  an  education  program  of  sorts  to  let  the 
American  people  know  the  magnitude  of  this  disease.  I am  amazed 
continuously  at  the  lack  of  knowledge  displayed  by  the  public  concerning 
arthritis.  (As  pointed  out  earlier,  I was  also  ignorant  of  the  disease, 
until  it  became  a reality  in  my  life.)  Also,  as  part  of  an  education 
program,  the  families  of  arthritics  need  to  be  trained  (educated)  on  how 
to  live  with  a person  having  the  disease.  I find  that  my  healthy,  growing 
family  finds  it  difficult  to  understand  the  disease  and  its  effects.  I 
believe  that  this  stems  from  the  lack  of  knowledge  of  the  disease  in  the 
general  public  as  a whole. 
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Second,  I believe  that  an  effort  should  be  made  to  focus  research  on 
an  attempt  to  combat  the  disease  (or  at  least  a means  of  providing 
significant  relief  from  the  pain  and  damaging  effects).  I am  aware  that 
such  research  costs  money;  however,  I believe  that  a more  educated  public 
would  aid  us  in  finding  this  relief,  if  they  only  knew  of  its  devastating 
effects. 

Thanks  for  taking  the  time  to  read  my  letter.  It  is  my  sincere  hope 
that  tommorow  holds  a cure  for  us.  It  is  a depressing  thought  to  think 
that  one  or  more  of  my  own  children  or  those  of  others  risk  this  disease 
without  hope  of  a cure. 


SUSAN  SEIDE,  CAPT.  November  12,  1975 
Lackland  AFB,  Texas 

As  an  occupational  therapist  working  with  arthritis,  I am  realizing 
the  great  need  for  more  awareness  of  the  concept  of  “Total  Treatment  of 
Arthritis,”  not  only  among  the  patient  population  and  the  public,  but  also 
among  allied  health  personnel. 

My  interest  in  arthritis  began  when  I came  in  contact  with  a rather 
unique  rheumatologist  in  our  hospital  who  believed  in  the  value  of 
education  and  prevention  as  principles  of  treatment  in  arthritis. 

Through  this  rheumatologist's  encouragement  and  support  I went  on  to 
learn  more  about  providing  this  type  of  education  and  treatment  for 
rheumatoid  arthritis  patients  and  found  that  it  reaps  good  results. 

I feel  our  critical  needs  are  in  educating  the  public  and  allied 
health  personnel  to  the  value  of  a comprehensive  treatment  approach  that 
emphasizes  education,  prevention  and  long-term  management  of  this  chronic 
disease.  We  must  also  provide  funds  for  further  education  of  allied 
health  personnel  and  others  in  working  with  arthritics  and  providing  them 
with  a comprehensive  program  that  helps  them  explore  their  changing  role 
in  the  family  and  work  structure.  Emphasis  on  the  patient's 
responsibility  to  follow  a lifetime  program  of  medication,  activities  and 
exercises  as  appropriate  must  be  reinforced  by  all  health  care  personnel. 

Training  of  members  of  allied  health  personnel  to  using  the  team 
approach  in  helping  the  person  with  arthritis  come  to  terms  with  this 
disease,  learn  to  live  with  his  disease  and  begin  to  focus  and  explore  his 
abilities  so  that  he  can  again  be  a contributing  member  of  society,  rather 
than  wallowing  in  feelings  of  worthlessness  and  depression. 
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ROBERT  C.  MYERS  November  11,  1975 
Corpus  Christi,  Texas 

As  Chairman  of  the  Arthritis  Information  Club  of  the  Coastal  Bend 
Division  of  the  South  Central  Texas  Chapter  of  The  Arthritis  Foundation,  I 
would  like  to  request  any  assistance  the  Federal  Government  can  provide  us 
in  achieving  our  goals.  Our  primary  goal  is  to  assist  the  people  in  this 
area  afflicted  or  who  have  loved  ones  afflicted  with  arthritis.  Corpus 
Christi  has  no  doctor  specializing  in  rheumatology  and  the  people  in  this 
vicinity  have  amazingly  little  information  about  the  disease.  Therefore, 
we  have  formed  the  Arthritis  Information  Club  to  disseminate  information 
to  the  people  in  this  area  who  desperately  need  to  know  more  about 
arthritis.  I think  we  are  filling  a real  need. 

However,  to  continue  having  informative  and  productive  meetings,  funds 
are  required.  We  have  to  bring  in  doctors  from  out  cf  town  in  order  to 
conduct  worthwhile  meetings. 

Another  area  in  which  Federal  funds  might  be  employed  advantageously 
is  in  the  area  of  education  for  medical  students  in  the  area  of 
rheumatology.  For  such  a widespread  disease  there  are  tragically  few 
doctors  with  anything  more  than  passing  knowledge  about  the  treatment  and 
cure  of  this  disease.  Of  course,  research  is  an  essential  need  and 
necessary  funds  are  not  available  in  the  amounts  required.  It  appears  the 
Federal  Government  is  a logical  source  for  these  funds. 

Any  other  help  the  Federal  Government  can  give  us  in  the  fighting  of 
this  crippling  and  debilitating  disease  would  be  most  appreciated. 


NADEA  GIZELBACK  November  21,  1975 
Austin,  Texas 

It  is  with  a great  deal  of  pleasure  that  our  center  has  noted  your 
Commission's  interest  in  obtaining  information  for  a national  plan  from 
public  hearing  concerning  arthritis  and  other  related  musculoskeletal 
diseases.  We  are  sorry  we  are  not  able  to  be  at  the  meeting  in  person. 
However,  we  want  to  comment  concerning  some  problems  we  see  in  central 
Texas. 

One  serious  problem  area  seems  to  be  the  misinformation  the  average 
individual  has  concerning  arthritis.  It  would  seem  that  public 
information  is  desperately  needed.  Every  time  our  local  chapter  is  able 
to  obtain  some  type  of  public  relations,  such  as,  radio  or  T.V.  time  or  a 
news  article  many  more  calls  and  queries  are  elicited,  resulting  in 
referrals  for  treatment.  This  is  helpful  in  a small  way,  and  very 
important,  but  there  needs  to  be  a concerted  national  effort  toward 
publicizing  these  health  problems.  Only  in  this  way  will  the  average 
person  become  as  aware  of  these  symptoms  as  he/she  is  of  cancer  and  heart 
disease  symptoms. 

The  other  major  problem  area  is  the  lack  of  quality,  low  cost 
treatment.  Our  center  has  only  recently  begun  to  treat  arthritics.  Part 
of  the  reason  has  been  due  to  a lack  of  awareness  among  many  M. D. ' s that 
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physical  and/or  occupatiohal  therapists  have  something  to  offer  the 
arthritic.  This,  too,  is  closely  related  to  public  information  since  the 
crippling  effects  of  these  diseases  are  not  routinely  understood  and 
known.  But  here  the  focus  should  be  on  seeing  that  treatment  is  available 
and  at  a price  that  most  can  afford,  in  addition  to  making  certain  that 
M.D. 's  know  where  referrals  can  be  made  for  treatment. 

We  hope  this  may  be  of  some  help  to  the  Commission.  If  our  center  can 
help  in  any  way  we  will  be  most  anxious  to  do  so. 


DAVID  B.  OLIVER,  Ph.D.  November  29,  1975 
San  Antonio,  Texas 

I am  writing  this  letter  in  regard  to  the  National  Arthritis 
Commission  meeting  in  Houston  on  Wednesday,  December  10.  I will  be  unable 
to  attend  these  hearings  but  wish  to  make  a few  comments  using  this  form. 

I am  Chairman  of  the  Department  of  Sociology  at  Trinity  University  and 
am  responsible  for  developing  an  emphasis  and  curriculum  in  aging,  in 
general,  and  social  gerontology,  in  particular.  I am  also  a consultant  on 
aging  for  the  Midwest  Council  for  Social  Research  in  Aging  (located  in 
Kansas  City,  Missouri) , and  also  for  the  regional  Area  Agency  on  Aging  in 
San  Antonio.  Thus,  it  is  with  this  background  that  I make  the  following 
comments. 

While  not  one  but  many  chronic  health  problems  affect  the  lives  of  the 
majority  of  our  older  citizens,  arthritis  is  most  certainly  present  in 
well  over  half  the  cases.  Arthritic  persons  are  particularly 
disadvantaged  in  the  San  Antonio/Bexar  County  area  because  of  the  unique 
composition  of  the  population.  More  specifically,  more  than  half  of  the 
population  in  this  county  is  Spanish  speaking,  and  the  black  community  is 
approaching  10  percent  of  the  total.  It  is  imperative  that  these  persons, 
along  with  the  rest  of  the  population,  be  provided  information  and 
services  concerning  arthritis.  The  Arthritis  Foundation  of  South  Central 
Texas  has  provided  a valuable  service  in  this  area,  and  I urge  you  to 
continue  their  support. 

I also  wish  to  add  that  more  monies  should  be  utilized  for  advocacy 
purposes.  That  is,  we  should  be  in  the  business  of  publicizing  through 
all  forms  of  media  the  nature  and  treatment  of  arthritis.  The  gap  between 
the  myths  and  the  realities  of  this  problem  must  be  lessened. 

If  I can  be  of  further  assistance  to  your  deliberations  please  feel 
free  to  contact  me. 
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JOHN  R.  SCHWARZENBACH,  M.D.  November  10,  1975 
Harlingen,  Texas 

At  the  request  of  Dr.  Karl  H.  Hempel  in  San  Antonio,  I am  writing  this 
letter  to  reflect  my  feeling  on  the  program  of  arthritis  treatment.  I am 
a practicing  internist  and  see  a fair  number  of  arthritics  in  an  everyday 
practice,  and  to  me  one  of  the  main  things  would  be  that  of  patient 
education. 

So  many  of  these  people  think  that  once  they  have  arthritis  that  it  is 
essentially  all  over  for  them,  they  are  doomed  for  a life  of  pain  and 
misery,  suffering,  etc.,  and  have  no  hope  and  come  to  the  doctor  in  a very 
depressed  state  of  mind  with  a very  poor  mental  attitude,  and  I think  that 
through  some  sort  of  public  education  and  information  if  the  majority 
could  be  informed  about  arthritis  and  the  progress  that  has  been  made  in 
its  treatment,  we  could  get  more  of  these  people  in  for  help  and  be  of 
much  more  benefit.  For  every  person  I see  who  has  arthritis,  they  tell  me 
about  two  or  three  others  that  just  refuse  to  come  to  the  doctor  or  have 
just  given  up  because  they  think  there  is  no  hope  or  no  treatment.  In 
this  way,  I think  public  information  programs  and  public  education 
information  programs  would  be  most  beneficial. 

Additionally,  I think  that  physician  education  programs  are  of  great 
benefit,  too,  because  many  physicians  have  this  similar  type  feeling  of 
hopelessness  and  inability  to  help  the  patient  once  they  develop  whatever 
form  of  arthritis  they  happen  to  have.  So  many  people  are  just  put  on 
aspirin  or  Motrin  or  Indocin  or  some  other  type  of  analgesic  or  anti- 
inflammatory action  with  no  other  support  or  therapy  given,  and  I think 
educational  programs  that  would  be  open  to  all  interested  physicians 
should  be  a highly  effective  means  of  providing  additional  care  for  the 
arthritic.  I do  not  think  this  should  be  made  compulsory,  but  I think  it 
should  be  an  elective  program  for  those  who  see  arthritics  and  to  those 
who  are  actually  into  treatment  of  arthritics.  I have  done  some  work  with 
the  South  Texas  Division  of  Texas  Arthritis  Foundation  and  I have  found 
both  of  the  above  mentioned  factors  in  my  talks  with  people  and  I think 
that  with  some  effort  and  with  the  proper  funding  and  proper  programs  much 
can  be  done  to  help  the  arthritics  and  to  deliver  to  them  the  type  of  care 
they  are  entitled  to.  This  would  be  a very  worthwhile  program  and  I am 
sure  many  people  would  benefit  both  directly  and  indirectly  from  this  type 
of  educational  program  both  for  the  lay  people  and  the  physicians. 


JAMES  C.  HICKS  November  24,  1975 

Lackland  AFB , Texas 

I am  pleased  to  have  the  opportunity  to  express  my  thoughts  on  the 
problems  in  arthritis.  Being  the  only  rheumatology  technician  in  the 
Government  with  Civil  Service  status,  I know  especially,  not  only  the 
problems  that  you  and  the  Arthritis  Foundation  are  having,  but  problems  in 
our  system  that  restrict  me  from  adequate  pay  and  a proper  position 
grading  due  to  the  lack  of  knowledge  of  the  Commission  concerning 
arthritis  and  my  particular  position. 
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My  own  views  on  the  problems  in  arthritis  are  many,  but  the  main  one 
is  education  and  educating  the  public.  With  education,  the  public  can  be 
made  more  aware  of  the  realistic  problems  in  arthritis,  which  in  turn  will 
help  the  Arthritis  Foundation  and  arthritis  care  and  research  with 
monetary  donations,  public  interest,  research,  and  more  professional 
personnel.  Hopefully,  once  all  these  items  are  gained,  we  can  provide 
better  medical  attention  to  patients  and  continue  the  research  toward  a 
cure . 


WILLIS  R.  DAWSON,  JR.  November  13,  1975 

San  Antonio,  Texas 

Your  letter  of  November  6,  1975  to  Mr.  Raymond  G.  Cheves,  Regional 
Administrator,  Texas  Department  of  Public  Welfare,  has  been  referred  to 
this  office  since  we  provide  services  to  approximately  6,000  elderly 
people  residing  in  nursing  homes  and  public  institutions  in  this  region. 

It  is  felt  that  increasing  and  improving  health  delivery  services  to 
people  with  arthritis  could  be  accomplished  more  effectively  by: 

(1)  Developing  an  information  program  to  make  the  public  aware  of  the 
causes  and  effects  of  arthritis.  This  should  include  such  things 
as,  statistics  on  age  groups  affected,  prevalence  in  groups  of 
different  economic  levels,  percentage  of  severely  disabled  in  the 
total  number  of  people  affected  by  arthritis,  probability  of 
prevention  and  cure,  etc. 

(2)  Establishing  centers  for  early  and  periodic  screening,  diagnosis 
and  treatment  of  arthritis. 

(3)  Implementing  a sound  rehabilitation  and  followup  program  for 
arthritis  patients. 

We  trust  that  the  above  suggestions  will  help  in  your  presentation  to 
the  National  Arthritis  Commission  at  i-hp  public  hearing  on  December  10, 
1975. 


RALPH  MANGELS  November  10,  1975 

Del  Rio,  Texas 

I am  answering  in  response  to  the  letter  dated  November  10,  1975. 

The  Arthritis  Foundation  of  Del  Rio  has  asked  me  to  write  letters 
stating  that  I am  arthritic  and  I know  that  there  is  a need  to  educate  the 
public.  We  need  to  make  the  general  public  aware  of  the  numbers  of 
arthritics  in  this  community.  There  is  a need  for  economic  help  to  those 
who  are  under  long  term  treatment  and  who  cannot  afford  treatment  such  as 
basic  medicine,  physical  therapy,  regular  checkups,  etc. 

Is  there  a possibility  of  setting  up  a clinic  one  day  a week  with  a 
rheumatologist  in  attendance? 
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Thanking  you  in  advance. 


MARGUERITE  L.  BURT  November  20,  1975 

San  Antonio,  Texas 

(1)  This  letter  is  in  support  of  all  that  the  Arthritis  Foundation 
has  done  and  continues  to  do  for  the  arthritic  person. 

(2)  As  a nurse  of  several  years  experience,  I want  to  support  the 
idea  of  more  consumer  information  being  available  referring 
people  to  clinics  which  can  help  to  minimize  or  prevent 
deformity.  Particularly  in  Bexar  County,  these  clinics  need  to 
be  situated  in  the  community  itself.  Transportation  to  the 
medical  center  or  hospital  can  be  a financial  problem  and  can 
pose  serious  architectural  barriers. 

(3)  Preventive  health  education  and  vocational  counseling  with 
juveniles  might  also  be  an  area  where  extra  funding  could  be 
utilized. 


VIRGINIA  POGUE  November  25,  1975 
San  Antonio,  Texas 

While  my  rheumatoid  arthritis  was  diagnosed  in  1960  when  I was  a 
typical  "age  35  female,"  other  signs  had  appeared  as  early  as  age  19  while 
I was  in  college. 

Following  a fall  in  1944,  my  right  knee  swelled.  Three  weeks  of  hot 
packs  and  Ace  bandage  bindings  took  care  of  that.  From  then  until  1960  I 
had  frequent  bouts  with  both  knees  when  I ironed  much  or  overused  my  legs, 
usually  chasing  after  our  five  children.  Aspirin  was  used  and  fluid 
drained  once  from  the  right  knee. 

When  symptoms  appeared  in  right  shoulder  and  thumb,  tests  were  made 
showing  rheumatoid  arthritis.  An  ulcer  appeared  following  oral  cortisone 
therapy  and  Dr.  M.  D.  Levy  put  me  on  gold  injections.  This  was  used  for 
several  years  with  blood  testing  each  time.  A couple  of  times  red  spots 
appeared  on  my  legs  and  the  gold  dosage  was  decreased.  In  1969,  after 
symptoms  had  spread  to  most  of  my  joints,  there  was  a small  remission  and 
a chance  to  cut  out  gold.  Dr.  D.  R.  Sachs  kept  me  on  "aspirin  only"  for  a 
while.  Occasional  flareups  of  bursitis  meant  Butazolidin,  but  it’s  hard 
on  the  stomach. 

In  the  last  couple  years  Indocin  and  oral  cortisone  in  small  doses 
have  provided  some  pain  relief.  Acetaminophen  works  fairly  well  and  is 
gentle  on  the  stomach.  I do  drink  plenty  of  water  with  medication, 
however. 

Dr.  Sachs  has  taken  color  pictures  of  my  knees  and  hands  to  record 
progression.  He  has  kept  me  informed  of  various  joint  replacement 
procedures  as  they  have  progressed,  having  me  keep  them  in  mind  for 
possible  future  use. 
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In  January,  1974,  he  mentioned  development  of  knuckle  replacement  and 
had  me  check  with  Dr.  Spencer  Rowland. 

Dr.  Rowland  advised  having  my  right  wrist  replaced  with  a silicon 
rubber  implant  prior  to  hand  repair.  It  took  me  a while  to  get  up  enough 
nerve  to  redo  my  favored  right  wrist  and  hand  but  in  July,  1974,  the  wrist 
replacement  and  tendon  reattachment  was  done.  Dr.  Sachs  prescribed  the 
necessary  cortisone  at  that  time.  Very  little  pain  was  involved.  Six 
weeks  after  surgery  the  cast  was  removed  and  I resumed  driving  the  next 
day,  greatly  improving  my  morale. 

Speaking  cf  driving,  the  Texas  Department  of  Public  Safety  had  me 
retake  my  in-car  driving  test  at  license  renewal  time  and  had  my  doctor 
fill  out  medical  forms  for  me.  Though  I was  a little  awkward,  I was 
reissued  a license  in  December  of  2973. 

My  wrist  has  slightly  more  movement  than  prior  to  Surgery.  Pain  has 
gone  except  for  aching  when  I drive,  write,  sew  or  chop  for  cooking  more 
than  necessary. 

In  May,  1975,  the  hand  repair  was  done.  It  included  knuckle 
replacement  on  four  fingers  and  thumb  plus  putting  pins  in  thumb  to  help 
realign  it  for  better  grip.  Pins  were  left  in  thumb  to  see  how  much  bone 
growth  I'd  come  up  with  to  strengthen  the  repair.  After  thirteen  weeks 
the  second  pin  was  removed.  There  was  very  little  bone  growth  so  the 
thumb  turns  out  slightly. 

Grip  isn't  very  strong  but  I can  cut  for  cooking,  pin  and  cut  some 
materials  for  sewing  and  also  have  a good  grip  for  steering  wheel.  Only 
pain  is  ache  when  I overdo.  Knuckles  bend  fairly  well,  not  near  normal 
range,  but  a little  better  and  won't  get  worse. 

Thru  the  years  the  feet,  ankles,  hips,  neck,  shoulders  and  jaw  have 
altered  greatly  and  have  from  time  to  time  required  cortisone  injections, 
etc.  Since  school  days  my  height  has  gone  from  5 '3"  to  5'1"  and  weight 
from  118  to  105. 

My  general  feelings  on  rheumatoid  arthritis  are:  accept  the  fact  you 
have  it,  trust  your  doctor,  fight  conservatively,  and  "do,  but  don't 
overdo. " 


MRS.  WILLIAM  C.  RAU  November  22,  1975 
San  Antonio,  Texas 

I have  been  an  arthritic  for  nearly  five  years,  and  know  what  it  is  to 
be  crippled  and  a burden  to  the  family.  Fortunately  I -have  a very 
wonderful  husband  who  took  care  of  me  during  my  worst  times. 

The  knowledgeable  care  of  Dr.  Karl  H.  Hempel,  M.D.,  and  the  new 
medicine,  Motrin,  has  helped  me  to  maintain  a normal  life.  However,  I 
think  we  need  more  research  to  find  out  what  causes  arthritis,  and  also 
the  chance  to  have  the  known  drugs  that  have  been  proven  in  Europe  and 
Canada  that  will  help  arthritis  be  released  in  the  United  States.  I will 


4-388 


Houston,  Texas 


December  10,  1975 


not  take  anything  that  has  not  been  proven  safe  for  our  use,  but  I believe 
things  are  being  held  back  and  it  is  not  fair  to  the  millions  of  us 
stricken  with  the  dread  disease.  Research  is  the  main  thing  now  to  hope 
they  find  out  what  causes  the  disease. 


LIZBETH  BURNS  KOETT  November  19,  1975 
South  Central  Texas  Chapter,  A.F. 

The  causes  and  cures  of  arthritis  are  still  under  intensive  research 
and,  as  of  yet,  specific  remedies  have  not  been  found;  although,  it  is 
among  the  oldest  diseases  known  to  affect  human  beings. 

Arthritis,  like  diseases  of  other  organs  of  the  body,  can  result  from 
a number  of  causes,  some  known  and  others  as  yet  unknown.  These  include; 
(1)  injury,  (2)  heredity,  (3)  infections,  (4)  allergies,  (5)  tumors,  (6) 
metabolic  disorders,  and  (7)  fatigue,  emotional  upsets,  or  other  factors. 

Fersons  with  arthritis  often  have  a background  of  acute  or  chronic 
stress  or  strain.  This  may  be  either  a physical  or  mental  in  nature  or 
both  and  may  be  important  as  an  indication  which  will  permit  early 
recognition  of  the  symptoms  of  articular  or  rheumatic  diseases.  Sometimes 
the  first  symtom  is  not  directly  related  to  the  joints,  but  is  more  in  the 
form  of  tiredness  or  exhaustion  or  generalized  aching  and  stiffness. 
There  may  be  loss  of  weight,  appetite,  and  strength.  The  sensation  of 
swelling  of  joints  or  muscles  may  be  recognized  by  the  person  affected 
even  though  it  may  not  be  detected  by  careful  examination  of  the  affected 
areas.  As  would  be  readily  recognized,  these  symptoms  of  a more  or  less 
general  nature  are  not  always  indicative  of  arthritis.  A person  with  such 
symptoms  should  rely  on  the  advice  and  judgment  of  his  physician  in 
evaluation  of  these  symptoms. 

As  is  to  be  expected,  the  treatment  of  arthritis  depends  on  the  type 
of  involvement  present.  To  determine  this  a careful  medical  examination 
is  usually  needed.  When  a cause  of  arthritis  such  as  infection,  allergy, 
tumors,  or  metabolic  deficiencies  is  found  and  can  be  corrected,  the 
arthritis  subsides. 

A well-balanced  diet,  including  meat,  vegetables,  fruit,  and  dairy 
products,  is  usually  advisable.  The  details  of  a normal  diet  can  be 
decided  by  a physician  when  dietary  supplements  (such  as  vitamins  and 
iron)  are  indicated.  Many  dietary  fads  have  appeared  from  time  to  time, 
but,  in  general  the  arthritic  person  does  best  to  eat  the  type  of  food 
which  would  be  best  for  him  if  he  were  not  troubled  by  arthritis.  It  is 
generally  advisable  for  arthritic  patients  to  avoid  being  overweight  in 
order  to  provide  additional  protection  to  weight-bearing  joints. 

Use  of  currently  available  methods  of  determining  the  type  of 
arthritis  and  adequate  application  of  currently  available  treatment  will 
provide  most  patients  with  considerable  comfort  and  useful  joints. 
Success  in  treatment  is  a cooperative  venture  on  the  part  of  the  patient 
and  physician.  Rarely  can  the  physician  facilitate  the  accomplishment  of 
the  objectives  of  treatment  without  the  expenditure  of  much  time  and 
effort  by  the  person  affected. 
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The  conscientious  application  of  the  appropriate  therapeutic  exercise, 
including  postural  and  deep-breathing  exercises,  can  be  especially 
beneficial  and  should  be  performed  daily. 

Most  arthritic  or  rheumatic  patients  can  anticipate  a long  and  useful 
life,  especially  when  the  desire  and  effort  for  this  are  sustained. 
Improvement  sonretimes  comes  when  least  expected.  The  arthritic  person 
who,  with  the  help  of  his  physician,  utilizes  to  the  fullest  every 
advantage  indicated  to  improve  his  condition  can  be  well  repaid  for  his 
efforts. 

Supplemental  information  and  the  ultimate  cure  are  in  dire  need  for 
those  afflicated  with  arthritis.  It  is  imperative  that  all  can  be  done 
financially  as  well  as  therapeutic  in  arresting  this  painful  disease. 
Funds  as  well  as  clinics  are  needed  as  soon  as  possible,  in  addition  to 
the  benefits  provided,  for  those  suffering  from  the  dreadful  disease. 


LOLA  C.  GONZALES  November  13,  1975 
South  Central  Texas  Chapter,  A. F. 

I have  had  rheumatoid  arthritis  since  about  1967,  but  actually  it 
wasn't  determined  until  I was  sent  to  see  Dr.  Raul  Goars  who  in  turn 
called  in  Dr.  Karl  Hempel  who,  up  to  this  date,  is  my  doctor.  When  I 
first  started  with  Dr.  Hempel  I was  working  at  Kelly  Field  as  a keypunch 
operator  but  my  hands  would  swell  and  my  knees,  also.  Sometimes  I 
couldn't  walk,  so  Dr.  Hempel  put  me  in  the  hospital  for  two  weeks  and 
tried  different  medicines  and  therapy  on  me.  When  I got  out  I was 
walking,  dancing.  I had  been  retired  on  disability  from  Kelly  but,  thanks 
to  God,  Goars  and  Hempel,  I was  walking.  For  two  years  I didn't  take  any 
Gold  shot  or  medication  only  Ascription.  Then  my  mother-in-law  came  to 
stay;  she  was  very  ill,  and  one  of  my  sons  was  getting  married.  I 
couldn't  do  anything  or  go  to  the  doctor  until  after  7 months.  Then  I got 
ill  again  so  Dr.  Hempel  had  me  back  on  the  gold  but  a stronger  and  thicker 
kind.  I go  to  Swim  S Trim  and  exercise  as  much  as  possible.  I keep 
myself  going  as  best  as  I can  and  I do  as  Dr.  Hempel  tells  me.  We  all 
here  have  a lot  of  trust  and  faith  in  him.  I had  a very  bad  operation 
last  year  in  December  and  I couldn't  take  the  gold  or  the  Motrin  which  he 
started  giving  me  because  I became  allergic  to  Motrin  even  though  it  was 
good.  Now  I take  prednisone  and  gold  (Ascription  sometimes). 

I go  to  Swim  & Trim  for  sauna  and  whirlpool  and  do  a little  exercise 
whenever  possible.  But  I know  that  all  this  costs  a lot  of  money.  To  go 
to  the  doctor's  once  a week  for  shots  and  for  lab  work  takes  a lot. 
Sometimes  I feel  good  and  sometimes  I don't.  I feel  that  I am  a little 
luckier  than  seme  because  God  put  a good  doctor  in  my  path  and  also  I see 
other  people  that  I know  personally  who  have  Parkinson's  Disease.  At 
first  it  was  thought  that  I had  lupus  but  it  was  ruled  out,  thanks  to  God. 
I pray  that  someone  will  find  the  reason  it  starts  and  a cure  at  least  for 
so  many  innocent  children  who  have  it  and  haven't  started  living,  or  young 
men  and  women.  I have  four  sons,  three  daughters-in-law  and  one  daughter. 
I pray  to  God  that  this  should  never  happen  to  any  of  them.  Please,  I 
hope  someone  can  help  us  or  others  to  be  rid  of  this  terrible  disease. 
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HARRY  J.  BARNETT,  I.P.T.  November  11,  1975 
San  Antonio,  Texas 

A request  has  been  made  that  I contact  you  about  how  to  improve 
services  to  persons  with  arthritis. 

Truly,  the  answer  to  arthritis  lies  in  the  field  of  research.  The 
cause  of  arthritis  needs  to  be  discovered  before  a cure  can  be  found.  In 
the  meantime,  however,  most  of  the  arthritic  patients  live  with  their 
misery  with  only  moderate  support.  This  usually  consists  of  treatment 
with  medication. 

A great  deal  more  can  be  done  for  the  arthritic  with  the  use  of 
physical  therapy  to  reduce  the  inflammation  of  the  joints,  relax  the  tight 
muscles,  and  prevent  the  ever-growing  deformities.  The  process  is 
expensive  due  to  the  long  duration  of  treatments. 

Expenses  could  be  held  down  if  the  arthritics  were  sponsored  as  a 
group  and  given  therapy  on  a group  basis.  When  the  individual  learns  the 
exercise  program  and  the  use  of  heat  and  cold,  the  procedures  could  be 
continued  in  the  home.  There  would  also  be  a need  of  followup  to 
reevaluate  the  patient's  condition  and  to  reinforce  the  home  program. 

At  the  present  time,  there  is  no  insurance  or  other  payee  that  will 
pay  for  therapy  on  a group  basj.s.  This  is  the  most  economical  way  to 
provide  the  care,  and  the  cost  of  each  visitation  could  be  greatly 
reduced.  It  might  even  be  handled  on  a monthly  rate  although  the  patient 
might  be  attending  sessions  as  much  as  daily  or  three  times  per  week. 

Many  of  these  patients  are  literally  risking  their  lives  by  taking 
dangerous  drugs  from  foreign  doctors  to  relieve  their  sufferings.  Part  of 
this  results  from  the  fact  that  we  offer  so  little  help  to  the  arthritic. 

Physical  therapy  is  a natural  approach  to  the  problem  and  will 
eventually  assist  in  the  reduction  of  depending  on  drugs. 

Thank  you  for  listening  to  the  expression  of  my  views. 


WILLIE  MAE  WRIGHT 

South  Central  Texas  Chapter,  A.F. 

In  regard  to  arthritis  I would  like  to  attempt  to  define  arthritis 
inflammation  of  a joint  or  joints  which  causes  severe  pain  to  the  body  and 
has  a tendency  to  leave  people  crippled  for  life,  and  most  cases  are 
incorrectable. 

I think,  when  one  is  told  that  he  or  she  has  this  crippling  disease,  a 
diet  should  strongly  be  emphasized  in  order  that  one  would  intake  highly 
seasoned  foods.  In  this  case  one  should  intake  the  foods  so  they  can 
receive  the  proper  nutrients.  Also  I think  that  this  will  be  a 
contributing  factor  in  helping  the  arthritic  condition. 
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JULIE  R.  HAWKINS  November  19,  1975 
South  Central  Texas  Chapter,  A.F. 

I am  a victim  of  arthritis.  It  affects  the  body,  mind,  and  family 
because  the  person  can't  function  at  their  normal  routine.  On  recognition 
that  I had  arthritis,  proper  rest  and  diet  is  important,  arthritis  causes 
the  body  to  ache  and  be  stiff.  There  is  no  cure  for  the  disease,  it  can 
cripple  and  deform  the  body  if  not  given  proper  therapy.  It  can  be 
retarded,  not  cured. 

I feel  that  social  services  are  needed  in  reference  to  arthritis  in 
our  community.  Because  there  are  many  needs:  place,  doctor,  nurse, 
therapists,  and  etc. 


L.  K.  RYNO  December  1,  1975 
Houston,  Texas 

I understand  a program  to  establish  arthritic  treatment  centers 
sponsored  by  our  Federal  Government  is  being  considered. 

Three  years  ago  last  Thanksgiving  a young  friend  of  mine,  then 
thirteen,  was  without  warning  stricken  with  rheumatoid  arthritis. 

He's  a very  plucky  young  man.  Because  of  this  semi-invalid,  and  at 
times  invalid,  condition,  I've  seen  him  give  up  his  school,  his  friends  at 
school,  his  driver  education,  his  F.F.A.  program,  his  future  school  plan, 
a genuine  interest  in  the  Marines.  I have  watched  him  willingly  try  every 
conceivable  drug  and  test  that  his  doctors  have  to  offer. 

I have  seen  his  mother,  with  an  8 and  10  hour  a day  job,  drive  50  to 
75  miles  day  in  and  day  out--often  an  early  hour  emergency  getting  him  to 
any  place  that  can  give  relief. 

She  has  consistantly  followed  up  every  avenue--March  of  Dimes,  Easter 
Seal,  Crippled  Children's  clinics,  the  Shriners,  Texas  Rehabilitation 
Center — none  can  give  him  help.  You  see,  life  for  this  mother  and  son  has 
become  very  desperate. 

It  occurs  to  me  that  we  have  treatment  centers  for  mental  health, 
alcoholism,  drug  addiction,  child  abuse,  child  welfare,  criminal  behavior, 
and  on  and  on,  but  here  are  arthritis  victims  young  and  old  with  no 
apparent  wrongdoing  of  the  patient,  partner,  or  parent  with  such  limited 
available  help. 

The  Arthritis  Foundation  here  in  Houston  has  helped  in  every  possible 
way,  but  I feel  these  people  need  help  between  their  visits  to  their 
doctors  and  their  stays  in  the  hospitals — daily  physical  therapy. 

For  two  and  a half  years  my  wife  suffered  from  an  undiagnosed 
disintegration  of  the  central  nervous  system--we  had  similar  problems  that 
this  young  man  and  his  mother  are  having. 
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Physical  therapy  efforts  by  dedicated  doctors  and  their  helpers  were 
tireless.  We  were  in  four  major  hospitals  in  Houston — corresponded  with 
mayors,  and  even  wrote  their  senator,  George  Bush,  who  sent  us  all  the 
information  they  could  gather  in  Washington,  D.C.  Everyone  was  willing  to 
help  but  we  found  room  and  space  needed  for  therapy  cramped  and  crowded  in 
each  hospital  often  to  the  point  (without  exaggeration)  of  doctors, 
helpers,  and  patients  climbing  over  one  and  other,  or  waiting  hours  to  be 
next  on  a machine. 

This  case  and  my  case  parallel,  and  I am  sure  thousands  of  others  do 
over  the  United  States.  A guick  picture  of  the  dilemma — group  insurance 
is  a must  in  these  cases,  but  unless  you  can  work  and  give  your  employer 
his  fair  time  and  efforts  on  your  part  you  cannot  expect  a job--without  a 
job  no  group  insurance--then  where  are  you?  Private  enterprise  has 
provided  me  and  my  family  a good  life  but  I'm  afraid  there  are  some  things 
so  important  and  so  big  that  we  need  to  work  at  it  as  a group  (government) 
help. 


CONSUELO  G.  HINOJOSA  November  29,  1975 
Mercedes,  Texas 

Rheumatoid  Arthritis  and  its  crippling  effects  has  robbed  me  of 
fulfilling  my  mission  in  life — that  of  teaching.  On  January  27,  1973,  I 
was  forced  to  retire  at  the  age  of  57  after  having  taught  42  years  in  the 
public  schools  of  Texas. 

Since  retirement  I have  had  foot  surgery,  fusion  of  right  thumb,  and 
reconstructive  surgery  on  both  hands.  The  first  two  operations  were 
performed  in  Houston,  and  the  last  two  in  Louisville,  Kentucky.  These 
have  cost  much  in  pain,  suffering,  inconvenience  to  my  family,  and  also 
have  been  a financial  setback. 

There  is  a great  need  for  a place  where  other  fellow  sufferers  and  I 
might  go  for  physical  therapy.  The  only  place  in  south  Texas  where  one 
may  go  is  to  the  therapy  room  in  the  hospitals,  and  of  course  the  cost  is 
prohibitive  for  persons  on  a retiree's  pension. 

When  my  disease  was  first  diagnosed  in  1963,  I became  very  angry  at  my 
doctor,  and  found  it  hard  to  believe  that  it  would  affect  one  as  young  as 
I thought  I was--47  years  old.  This  is  proof  of  the  misconception  that 
exists,  generally  speaking,  among  the  public.  The  public  needs  to  be 
informed  that  rheumatoid  arthritis  is  no  respecter  of  age,  race, 
profession,  etc. 

The  sufferers  of  R„ A.  should  also  be  warned  and  alerted  about 
quackery.  I know  that  when  one  is  in  pain,  one  will  clutch  at  a straw 
much  like  a drowning  person  does.  Literature  should  be  available  for  free 
distribution  to  all  R.A.  victims  telling  them  about  the  dangers  of  some  of 
the  advertised  "cures." 

I have  faith  that  money  will  be  appropriated  toward  research  into  the 
cause  and  cure  of  this  disease.  There  is  a great  need  for  research  for 
the  relief  of  this  crippling,  deforming,  and  painful  disease. 
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As  my  husband  so  aptly  puts  it:  "No  one  knows  about  R. A.  and  its 
effects,  except  the  patient,  and  the  person  who  lives  with  the  patient." 

Not  only  has  P.A.  robbed  me  of  teaching  and  helping  others,  but  it  has 
also  robbed  me  of  my  earning  capacity  and  forced  me  to  live  on  a limited 
income. 


LOUIS  WELCH 
Houston,  Texas 

Certainly  the  National  Arthritis  Act  which  became  law  in  January  of 
this  year  can  make  significant  strides  in  combating  arthritis  and 
improving  the  lives  of  the  millions  of  Americans,  both  old  and  young,  who 
are  afflicted  with  this  disease.  Despite  its  severe  crippling  and 
debilitating  effects,  arthritis  often  does  not  receive  the  concern  it 
warrants  because  it  does  not  rank  as  one  of  the  "major'.'  diseases  that 
kill,  such  as  cancer  and  heart  disease.  Yet  many  millions  of  our  citizens 
live  a day-to-day  existence  which  is  greatly  determined  by  the  presence  of 
arthritis.  The  National  Arthritis  Act,  through  sound  implementation, 
should  focus  attention  on  the  seriousness  of  arthritis  in  this  country. 

Since  I am  not  a physician  I cannot  offer  qualified  views  on  what 
methods  of  medical  research  should  be  pursued  or  what  means  of  physical 
therapy  should  be  employed.  But  as  a concerned  citizen  and  as  the 
President  of  the  Houston  Chamber  of  Commerce,  I can  appreciate  the 
economic  and  social  impacts  of  this  disease  on  our  community  and  perhaps  I 
may  suggest  some  activities  which,  with  funding  assistance  from  £ the 
National  Arthritis  Act,  could  achieve  measurable  improvement  in  the  lives 
of  arthritics,  to  their  own  benefit  and  to  the  benefit  of  their  community. 

Many  who  are  afflicted  with  arthritis  find  they  can  no  longer  carry 
out  all  of  their  employment  responsibilities.  They  are  unable  to  maintain 
their  previous  working  skills.  We  cannot  afford  to  lose  valuable  workers 
because  of  such  a partial  disability.  Not  only  is  the  afflicted 
individual  cut  off  from  a steady  and  dependable  income,  but  also  he  is 
deprived  of  a major  endeavor  which  is  hopefully  one  of  the  most  fulfilling 
and  productive  activities  in  his  life.  And  our  employment  sector  cannot 
sustain  losses  of  this  nature  in  the  work  force  if  we  are  to  maintain  a 
vibrant  and  expanding  economy,  from  which  all  of  our  citizens  derive 
benefits. 

Training  methods  for  alternate  employment  should  be  considered  with 
utmost  seriousness;  employers  should  be  better  educated  regarding  hiring 
practices  of  citizens  with  arthritis;  both  employers  and  patients  should 
be  better  educated  on  the  possibilities  of  disability  through  arthritis 
and  the  means  of  coping  with  the  disease.  In  each  instance,  afflicted 
individuals  should  remain  in  a job  or  acquire  a suitable  job  before  taking 
the  route  of  dropping  out  of  the  working  world  for  a life  spent  totally  at 
home  because  of  their  arthritic  condition. 

Self-help  groups  for  adults,  children  and  parents  of  children  with 
arthritis  have  the  potential  for  achieving  great  progress.  Groups  of  this 
nature  have  proved  effective  when  formed  to  combat  other  disabling 
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physical  and  emotional  conditions.  Those  participating  in  the  self-help 
group  are  given  the  opportunity  for  a learning  experience  from  others 
coping  with  the  same  affliction;  as  a group,  these  individuals  can 
collectively  make  their  voice  more  readily  heard  in  the  total  community. 

One  aspect  of  arthritis  is  all  too  frequently  overlooked:  Children  are 
afflicted  by  the  disease  to  a higher  degree  than  is  generally  recognized. 
While  our  rehabilitation  and  employment  efforts  will  largely  benefit  our 
adult  population,  research  into  causes,  cures  and  treatments  of  arthritis 
will  benefit  our  children  and  hopefully  one  day  prevent  this  disease  from 
occurring.  Any  funding  for  facilities  or  programs  for  arthritic  children 
will  be  well  spent. 

In  closing  I would  hasten  to  add  that  right  here  in  Houston,  the  Texas 
Medical  Center  offers  one  of  the  most  advanced  and  comprehensive  health 
facilities  in  existence  today  anywhere  in  the  world.  Few  places  would  be 
better  suited  or  equipped  for  expanded  arthritis  research  and  treatment 
facilities  than  our  city  where  so  much  medical  expertise  and  so  many 
medical  facilities  are  already  in  existence  for  use  as  a resource  and  in  a 
coordinating  capacity. 


CECELIA  S.  LAZO  November  12,  1975 
San  Antonio,  Texas 

As  an  agency  that  deals  with  the  senior  citizens  in  the  Senior 
Community  Service  Program,  I have  become  familiar  with  the  painful  and 
disabling  effects  of  arthritis. 

Because  of  this  crippling  and  devastating  disease  many  are  not  capable 
of  holding  down  a full-time  job;  thus  causing  the  individual  not  to  be 
able  to  support  himself  or  his  family  and  causing  lost  wages  and 
staggering  medical  care  bills. 

Therefore,  it  is  imperative  that  monies  be  appropriated  to  help  in  the 
research  of  arthritis  which  is  our  nation's  number  one  crippling  disease, 
and  which  claims  about  600,000  new  victims  every  year. 

Thank  you  for  giving  us  this  opportunity  to  hear  our  request. 

THERESA  PRATHO  November  12,  1975 
San  Antonio,  Texas 

As  an  agency  employee  that  deals  with  the  senior  citizens  in  the 
Senior  Community  Service  Program,  I have  become  familiar  with  the  painful 
and  disabling  effects  of  arthritis. 

Because  of  this  crippling  and  devastating  disease  many  are  not  capable 
of  holding  down  a full-time  job;  thus  causing  the  individual  not  to  be 
able  to  support  himself  or  his  family  and  causing  lost  wages  and 
staggering  medical  care  bills. 
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Therefore,  it  is  imperative  that  monies  be  appropriated  to  help  in  the 
research  of  arthritis  which  is  our  nation's  number  one  crippling  disease, 
and  which  claims  about  600,000  new  victims  every  year. 

Thank  you  for  giving  us  this  opportunity  to  hear  our  request. 


ROSARIO  VASQUEZ  November  12,  1975 
San  Antonio,  Texas 

As  an  agency  that  deals  with  the  senior  citizens  in  the  Senior 
Community  Service  Program,  I have  become  familiar  with  the  painful  and 
disabling  effects  of  arthritis. 

Because  of  this  crippling  and  devastating  disease  many  are  not  capable 
of  holding  down  a full-time  job;  thus  causing  the  individual  not  to  be 
able  to  support  himself  or  his  family  and  causing  lost  wages  and 
staggering  medical  care  bills. 

Therefore  it  is  imperative  that  monies  be  appropriated  to  help  in  the 
research  of  arthritis  which  is  our  nation's  number  one  crippling  disease 
and  which  claims  about  600,000  new  victims  every  year. 

Thank  you  for  giving  us  this  opportunity  to  hear  our  request. 


CAROLYN  NORTHINGTON,  R.N.  November  14,  1975 
Austin,  Texas 

As  a public  health  nurse  and  an  arthritic  myself,  I constantly  see  the 
need  for  services  for  the  arthritic  especially  in  the  community  setting, 
and  I sincerely  hope  the  National  Commission  on  Arthritis  is  cognizant  of 
this  fact. 

The  arthritic,  regardless  of  income,  should  be  able  to  obtain 
professional  help  without  it  ruining  her  bank  account. 

The  arthritic,  regardless  of  income,  should  be  able  to  go  to  an 
arthritis  clinic  near  her  home  for  preventive,  rehabilitative,  and 
treatment  services. 


ROBERT  E.  RICKS,  L.P.T.  November  15,  1975 

San  Antonio,  Texas 

The  biggest  problem  today  for  the  physical  therapy  department  in  an 
acute  general  care  hospital  is  the  treatment  of  arthritic  outpatients.  We 
are  faced  with  a twofold  problem; 

(1)  Most  of  these  people  are  on  Medicare  or  Medicaid  or  both  and, 
since  arthritis  is  a chronic  disorder,  their  claims  are 
disallowed  and  they  are  faced  with  a large  medical  bill.  These 
people  do  not  realize  physical  therapy  treatments  are  to  be  for 
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restoration  and  not  maintenance,  even  though  they  receive  relief 
from  their  pain. 

(2)  Many  of  these  people  are  severly  crippled  and  must  be  brought  to 
the  hospital  via  ambulance.  Again  they  are  unable  to  pay  the 
high  fees  for  this  service.  There  is  a shortage  of  agencies  to 
help  transport  these  cases  to  the  general  hospital  clinic  for 
treatments. 

These  are  only  two  of  the  many  problems  facing  the  arthritic  patient. 
It  is  our  hope  that  the  Commission  will  be  able  to  come  up  with  some 
solution  to  help  the  many  arthritic  patients  throughout  the  United  States. 


JOHN  K.  HALLORAN  November  12,  1975 
San  Antonio,  Texas 

As  you  know,  the  Texas  Rehabilitation  Commission  works  with  most 
disabling  conditions,  and  because  of  our  interest  in  the  arthritis 
disability  group,  I am  writing  this  letter  to  you.  In  this  area,  there  is 
definitely  a great  need  for  additional  services  to  meet  the  health  needs 
of  the  arthritics  in  San  Antonio. 

We  are  confronted  day  in  and  day  out  with  problems  incidental  to  the 
arthritic  and  his  ability  to  return  to  gainful  employment. 

If  there  is  anything  your  Commission  can  do  to  help  us  in  meeting  the 
needs  of  this  group,  it  will  certainly  be  appreciated  by  those  of  us  who 
work  in  the  field  of  rehabilitation. 


MARY  L.  AYERS  December  3,  1975 

San  Antonio,  Texas 


Arthritis  and  its  attendant  physically  disabling  results,  is  not  in 
itself  psychologically  disabling,  but  the  self  and  social  devaluation  and 
insecurity  are.  Many  of  our  patients  are  unable  to  work,  to  come  to 
therapies,  and/or  participate  in  social  activities  because  of  their 
debilitated  condition.  A large  number  of  our  arthritis  patients  seen  in 
the  Bexar  County  Hospital  Outpatient's  O.  T.  Department  have  no 
transportation  and  very  little  funds  for  public  transportation.  Many  of 
those,  who  have  no  transportation,  are  not  able  to  use  public 
transportation  due  to  the  physical  limitations  caused  by  the  disease. 


These  people  suffer  a loss  in  self-esteem,  financial  rewards  and  often 
feel  they  are  a burden  to  their  families.  The  occupational  therapist  can 
create  an  atmosphere  in  which  the  patient  feels  free  to  discuss  his 
disability,  its  meaning  to  him  and  his  associates,  his  fears  and  hopes, 
his  degree  of  acceptance  or  rejection  of  the  disease.  Plus  at  the  same 
time,  the  therapist  may  offer  valuable  aid  in  training  the  patient  in  work 
simplification,  joint  protection,  kinetic  activities  for  range  of  motion 
and  strength,  home  management,  etc. 

Additional  funds  in  this  area  would  be  of  value  in  establishing: 
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(1)  Home  visits  where  patients  could  receive  assistance  after  they've 
left  the  hospital. 

(2)  Transportation  for  patients  to  come  to  clinics,  therapies,  and 
social  activities. 

(3)  Community  education  on  arthritis. 

(4)  Establish  sheltered  workshops  where  these  patients  could  work. 

(5)  Research. 

The  arthritic  patient  needs  assistance  in  many  areas  and  all  help. 


MARY  J.  TISINGER  November  14,  1975 
Austin,  Texas 

The  Adult  Services  Council  has  served  the  Capital  area  for  over 
twenty-two  years  as  the  United  Way's  planning  and  coordinating  agency  for 
services  for  older  persons. 

We  are  made  aware  daily  of  the  needs  of  those  who  are  afflicted  with 
arthritis,  for  they  are  often  the  most  isolated  from  the  services  planned 
for  our  elders:  isolated  because  of  no  transportation  which  will 
accommodate  them;  by  structural  barriers  to  many  public  facilities  and 
medical  care  offices;  and  by  lack  of  opportunity  for  social  contacts. 

Our  monthly  newsletter,  ASCON  (Austin  Senior  Citizens  Own  News) , is 
distributed  monthly  to  over  4,500  older  persons,  and  is  available  to  the 
local  Arthritis  Foundation  group  for  publicizing  any  meeting  or 
information  that  would  -be  of  interest  and  benefit  to  our  elders. 


MICHALANNE  LORD  November  18,  1975 
Austin,  Texas 

I am  writing  in  support  for  Congressional  appropriations  for  programs 
to  combat  arthritis.  As  Supervisor  of  Special  Populations  for  the  City  of 
Austin  Parks  and  Recreation  Department,  I recognize  the  need  for  funds  to 
support  services  for  citizens  with  arthritis,  not  only  health  related 
services,  but  also  leisure  services  in  which  I am  directly  involved. 

The  Austin  Parks  and  Recreation  Department  works  closely  with  the 
local  Arthritis  Club  by  helping  provide  transportation  to  monthly  meetings 
as  well  as  coordinating  and  developing  programs  and  activities  for  these 
meetings. 

Therefore,  we  are  very  aware  that  there  is  no  cure  for  arthritis,  at 
present,  and  people  who  suffer  from  arthritis  are  often  continuously  in 
pain  which  prevents  them  from  pursuing  "normal"  activities. 

Recognizing  that  there  is  a need  and,  should  Congress  appropriate 
funds  for  programs  to  combat  arthritis,  a portion  of  these  funds  should  be 
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earmarked  for  recreational  or  leisure  time  services.  Recreation  programs 
cannot  only  be  therapeutic  but  also  can  lend  a sense  of  normalcy  to  the 
life  of  a mobility  impaired  person. 

These  funds  would  be  used  for  financing  programming  expenses  as  well 
as  providing  necessary  transportation  to  recreation  programs  and 
activities . 

I strongly  urge  you  to  give  serious  consideration  to  the  importance 
and  necessity  for  funds  to  combat  arthritis.  The  challenge  is  there  and 
we  have  the  responsibility  to  answer  this  challenge. 


R EVERS IA  HENRY  November  19,  1975 
South  Central  Texas  Chapter,  A.F. 

I am  writing  this  letter  because  I have  arthritis  in  my  knees.  At  one 
time  I was  not  able  to  walk.  The  doctor  said  there  was  no  cure  for  it, 
but  legitimate  treatment  of  arthritis  with  a qualified  doctor  could  bring 
relief  and  prevent  disability. 

What  I would  like  to  see  is  something  for  those  people  who  do  not  have 
the  transportation  to  make  a way  for  them  to  get  to  the  doctor  or  clinic. 
We  have  so  many  old  and  young  who  do  not  have  a way  to  take  these 
treatments.  A mobile  clinic  that  travels  to  the  high  rises  would  be  the 
only  thing  that  would  help. 


ERNEST  FANNIN  November  20,  1974 

I am  a sixteen-year-old  boy,  with  juvenile  rhematoid  arthritis.  I 
know  firsthand  the  kind  of  excruciating  pain  and  downright  suffering  that 
we  JRA  kids  have  to  live  with  and  face  each  day.  I have  days  that  I wish 
I could  step  off  the  roof  of  something  because  I hurt  so  bad--death  might 
come  as  a relief.  I am  so  hurt  when  people  sit  and  stare  at  me  like  I was 
some  kind  of  freak.  I am  just  another  person  like  you  or  anyone  else.  I 
eat,  sleep,  and  live,  but  just  in  a different  way.  I miss  the  days  when  I 
could  run  and  play  football  and  walk.  Now  I do  not  do  any  of  these.  All 
the  other  guys  I grew  up  with  are  in  high  school  getting  their  letters  in 
sports — I am  in  a hospital  bed.  You  are  all  able  to  wake  up  every  morning 
without  pain,  we  cannot.  The  psychological  effect  is  also  very  bad  for 
us,  because  we  have  to  watch  life  pass  us  by.  I wish  I had  a million 
dollars,  I would  build  a new  clinic  with  a pool  because  swimming  helps  me 
and  all  the  other  machines  we  use  here.  I would  then  place  one  in  each 
county.  I would  also  like  to  build  several  vans  made  for  wheelchairs, 
because  of  the  transportation  problem  for  us.  All  I can  think  to  do  to 
end  this  letter  is  to  say  we  need  money  to  get  new  drugs  and  help  us  so 
the  pain  will  stop. 
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FRANCES  PYLE  November  13,  1974 
Austin,  Texas 

In  our  information  and  referral  for  the  older  adult  program,  the  needs 
of  those  with  arthritis  are  not  defined  except  in  a very  general  way.  We 
do  make  referrals  to  the  local  office  of  the  Arthritis  Foundation  and  feel 
that  their  program  has  merit  and  that  we  can  support  their  suggestions. 


JOHN  V.  SESSUMS,  M.D.,  M.P.H.  November  13,  1975 
Austin,  Texas 

The  Austin-Travis  County  Health  Department  in  its  routine  currently 
provides  services  to  about  40  new  persons  with  arthritis  each  year.  At 
the  present  time,  I do  not  know  how  many  of  these  are  remaining  active 
with  the  department  but,  due  to  the  chronic  nature  of  the  illness,  you  can 
infer  that  several  hundred  persons  are  probably  involved. 

Some  have  impairments  of  motility  sufficient  to  require  assistance 
with  transportation  and  offer  a need  for  specialized  arrangements,  some  of 
which  are  met  by  our  staff.  Further,  a number  of  these  patients  are 
participating  in  our  Home  Health  Agency  activities  as  an  alternative  to 
hospitalization. 

The  department  is  this  year  participating  with  the  city  Recreation 
Department  in  sponsorship  of  an  arthritis  club,  and  further,  has  initiated 
limited  outpatient  health  care  serving  the  geriatric  patient.  This  group 
includes  some  with  arthritis.  We  are  interested  in  being  informed  about 
activities  being  planned  under  the  new  Arthritis  Act  and  wish  to  support 
development  of  these  efforts  in  any  way  we  can. 


PHILIP  A.  RICKS  November  14,  1975 
Del  Rio,  Texas 

This  letter  is  in  support  of  the  urgent  need  for  arthritis  and  related 
health  services  in  the  Del  Rio  area.  I understand  there  will  be  a 
National  Arthritis  Commission  hearing  in  Houston  on  December  10. 

There  are  no  facilities  in  this  area  to  help  serve  the  people  and, 
especially  due  to  the  low  income  level  of  so  many  people  in  this  area, 
this  service  is  desperately  needed. 

I urge  you  to  lend  your  support  to  this  much  needed  facility. 
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MRS.  ERVINE  IRVIN 
San  Antonio,  Texas 

This  is  a letter  in  regard  to  the  disease  called  arthritis.  It  can 
affect  you  pretty  bad.  It  is  very,  very  painful.  I know  because  I have 
it  in  my  knees  and  the  left  side  of  my  neck,  they  call  it  the  spinal 
arthritis.  Sometimes  my  neck  on  the  left  swells  and  pains  terrible.  As 
for  my  knees  in  the  morning  when  I awake  I can  barely  get  up,  I'm  stiff 
and  very  fatigued.  I was  told  by  the  doctor  to  take  plenty  exercise  to 
take  a load  off  affected  joints,  but  arthritis  is  a mild  disorder  which 
may  cause  some  endurable  pain  and  normal  activity,  but  which  rarely  causes 
total  disability  and  does  not  affect  general  health.  So  to  my  knowledge 
it  would  be  very  helpful  to  have  an  Arthritis  Foundation  here  in  the  city 
of  San  Antonio  so  as  to  find  out  more  research  about  the  disease. 


MINNIE  R.  WILLIAMS  November  21,  1975 
San  Antonio,  Texas 

As  an  arthritis  patient,  I am  writing  to  unconditionally  support  the 
Arthritis  Foundation  and  its  work  with  and  for  the  senior  citizens  of  the 
area. 


GRACE  DILWORTH , R.N.  November  7,  1975 

San  Antonio,  Texas 

I am  very  concerned  about  the  coming  Arthritis  Commission  meeting  in 
Houston  and  want  to  be  sure  my  voice  is  heard  for  the  need  of  those  people 
in  Bexar  County  who  have  arthritis. 

I feel  this  is  of  great  concern  and  should  be  given  consideration. 


EARL  J.  BREWER,  JR.,  M.D. 

Houston,  Texas 

Enclosed  is  the  report  of  the  Governor's  Conference  1974-1975  for  your 
interest  and  information.  I feel  that  great  strides  have  been  made  for 
those  Texans  suffering  from  arthritis. 

With  best  regards. 

REPORT  ON  THE  GOVERNOR'S  CONFERENCE  ON  ARTHRITIS  1974-1975 

The  Governor's  Conference  met  October  31  and  November  1,  1974,  for  the 
purpose  of  focusing  attention  and  better  delineating  the  problems  faced  by 
the  almost  one  million  Texans  afflicted  with  arthritis.  A group  of 
distinguished  Texas  citizens  with  a great  variety  of  experience  and 
knowledge  shared  their  advice  and  suggestions  with  the  group.  The  program 
for  the  meeting  is  enclosed.  The  major  purpose  achieved  was  to  plan 
attainable  goals  during  1975,  that  would  improve  the  care  and  life  of 
patients  with  arthritis.  The  following  goals  were  developed  and  results 
are  given. 
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1 . A 197  5 Governor 1 s Conference  to  focus  on  education  and  better 
understanding  of  patients  with  arthritis  by  the  Texas 

Rehabilitation  Commission  Counselors.  The  meeting  was  held 
October  28  and  29,  1975,  at  the  Albert  Pick  Motor  Inn  in  Houston 
Texas,  with  45  Texas  Rehabilitation  Counselors  selected  from  over 
the  state.  The  program  included  a morning  session  devoted  to  a 
medical  and  surgical  discussion  of  different  kinds  of  crippling 
arthritis  by  Dr.  James  Kemper  and  Dr.  Edward  Norris, 

rheumatologists  and  Dr.  W.  Malcolm  Granberry,  orthopedic  surgeon. 
A panel  discussion  with  guestions  from  the  counselors  followed 
regarding  what  patients  can  and  cannot  be  trained  for  alternate 
employment  or  homemaking.  Mr.  Delvin  Sparks,  Program  Director 
for  the  Texas  Rehabilitation  Commission  presented  an  overview  of 
the  services  potentially  available  from  the  Texas  Rehabilitation 
Commission  for  patients  who  have  become  unable  to  carry  on  the 
previous  employment  skills. 

The  afternoon  session  was  devoted  to  a series  of  patients  with 
representative  problems.  One  patient  presented  was  a teenager 
with  severe  crippling  rheumatoid  arthritis  but  who  wanted  to  make 
his  way  in  life  and  is  in  need  of  training  for  a trade  that  he 
can  physically  perform.  Another  patient  was  presented  who  is  a 
successful  businessman  who  developed  severe  arthritis  and  related 
the  changes  in  his  lifestyle  and  working  style  that  were 

necessary  because  of  the  great  fatigue  present  as  a result  of  his 
pain  and  suffering.  Other  patients  with  similar  problems  were 
discussed.  The  panel  included:  Dr.  Kemper,  rheumatologist;  Dr. 

Malcolm  Granberry,  orthopedic  surgeon;  two  Texas  rehabilitation 
counselors;  Ms.  Elizabeth  Barkley,  physical  therapist;  Mrs. 

Leslie  Richie,  occupational  therapist;  Ms.  Jody  Benton,  nurse; 
and  Ms.  Pat  Tally,  a social  worker. 

The  Wednesday  morning  session  was  helpful.  Mr.  Joe  Christie, 
Chairman  of  the  State  Board  of  Insurance,  presented  a discussion 
for  the  panel  concerning  the  employment  programs  by  the  State 
Board  of  Insurance  for  chronically  handicapped  people,  such  as 
patients  with  arthritis.  Mr.  Don  Horn  of  the  AFL-CIO  Labor  Union 
presented  problems  faced  by  labor  union  workers  as  they  become 
older  and  acquire  debilitating  arthritis.  Mr.  James  Green  and 
Mr.  E.  C.  Fricke  of  American  General  Insurance  Company  discussed 

the  health  hazards  of  chronic  arthritis  and  workmen's 

compensation  rules.  Mr.  Paul  Smith  discussed  the  health  program 
of  the  Southwestern  Bell  Telephone  Company.  Mr.  Bill  Burgwin, 
Personnel  Director  of  Blue  Cross/Blue  Shield  of  Texas,  discussed 
the  employment  problems  faced  by  a large  employer.  Mr.  Delvin 
Sparks  of  the  Texas  Rehabilitation  Commission  gave  an  overview 
and  presented  5 to  10  short  cases  that  represented  problems  of 
employment.  The  panel  members  discussed  the  cases  with  the 
counselors  in  the  audience  in  open  session. 

The  conference  was  extremely  successful.  A productive 
interchange  of  ideas,  problems  and  knowledge  resulted  in  a 
rewarding  learning  experience  for  the  counselors.  Arthritis 
Foundation  personnel  and  the  speakers. 
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1 

Conclusions  reached  included  the  following: 

(1)  Formal  liaison  work  is  to  be  carried  out  between  each 
Arthritis  Foundation  Chapter  and  each  Texas  Rehabilitation 
Commission  area. 

(2)  The  Texas  Rehabilitation  Commission  counselors  will  be 

invited  to  each  of  the  arthritis  clinics  not  only  to  visit 
but  to  develop  participation. 

(3)  The  Texas  Rehabilitation  Commission  counselors  have  been 
invited  to  join  the  Allied  Health  Professions  section  of  the 
Arthritis  Foundation. 

(4)  The  AFL-CIO  is  encouraged  to  appoint  a liaison  person  to 
work  with  the  Texas  Rehabilitation  Commission  to  help 
retrain  labor  union  members  who  develop  arthritis  and  can  no 
longer  keep  up  the  demands  of  their  trade. 

(5)  The  Texas  Rehabilitation  Commission  and  the  Arthritis 

Foundation  need  to  strive  to  better  educate  employers 

regarding  hiring  practices  of  citizens  with  arthritis.  This 
is  a serious  problem. 

(6)  There  needs  to  be  improvement  of  disability  insurance 

contracts  to  provide  for  the  deserved  goal  of  return  to  work 
on  a part-time  percentage  basis  (earlier  than  complete 
return  to  work) . There  was  agreement  that  the  longer  a 
worker  remains  at  home  in  front  of  the  television  set  the 
more  difficult  it  is  to  return  to  work. 

1 

2 • The  second  attainable  goal  sought  by  the  1974  Governor1 s 
Conference  was  to  persuade  each  of  our  national  congressmen  and 

senators  to  vote  in  favor  of  the  National  Arthritis  Act.  I am 

pleased  to  report  that  all  congressmen  and  senators  in  the  State 
of  Texas  have  voted  in  favor  of  the  National  Arthritis  Act  which 
became  law  during  the  past  year. 

One  provision  of  the  National  Arthritis  Act  provides  for  an 
Arthritis  Commission.  The  Arthritis  Commission  is  to  hold  public 
hearings  in  Houston,  Texas,  on  December  10,  1975.  I would  like 
to  request  that  you,  as  Governor  of  the  State  of  Texas,  appoint  a 
representative  to  report  to  this  Arthritis  Commission  on  the 
needs  of  the  citizens  of  the  State  of  Texas  with  regard  to 
arthritis.  The  written  testimony  of  this  representative  will 
need  to  be  in  the  hands  of  the  Arthritis  Commission  no  later  than 
November  28,  1975.  I think  it  would  be  appropriate  if  the 

Governor  of  the  State  of  Texas  wrote  a short  letter  as  a preface 
to  submitted  testimony  to  the  Arthritis  Commission  public 

hearing. 

3.  Self-help  groups  for  adults  and  children  and  parents  of  children 
with  arthritis  received  a high  priority  by  the  Governor*  s 
Conference.  The  Chairman  feels  that  the  year  1975  will  prove 
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significant  for  sufferers  from  arthritis  if  a nucleus  of  self- 
help  groups  of  citizens  with  arthritis  can  be  formed  in  each  city 
and  town.  In  Houston,  a parents'  group  has  been  formed  for 
parents  of  children  with  arthritis  and  is  holding  meetings  every 
month  or  two.  Two  adult  self-help  groups  have  also  been  formed 
in  Houston  and  the  idea  is  that  self-help  groups  will  spawn  other 
self-help  groups  within  the  community.  The  leadership  in  the 
Houston  area  for  the  self-help  group  has  consisted  of  Ms. 
Elizabeth  Barkley,  Ms.  Edith  Potter,  Ms.  Jody  Benton,  Ms.  Pat 
Tally,  Ms.  Diana  Martin,  Ms.  Leslie  Richie,  Ms.  Judy  Maynard,  Ms. 
June  Graham,  and  Ms.  Barbara  Tierney.  A self-help  group  has  been 
established  in  Austin,  by  Ms.  Barbara  Rocco  and  Ms.  Nita  Watham. 

4.  Patient  Education — The  Conference  felt  that  better  education  of 
patients  with  arthritis  regarding  care,  outlook  and  knowledge  of 
the  disease  is  essential  to  improving  the  quality  of  life  for 
arthritic  sufferers.  It  is  not  generally  known  that  many  things 
can  be  done  to  help  arthritis  and  a planned  program  of  care 
contains  many  modalities  that  help  a little.  The  many  things 
that  help  a little  add  up  to  being  helped  a great  deal.  Patient 
education  accomplishments  this  past  year  regarding  children  with 
arthritis  have  been  successful  in  that  a manual  for  parents  of 
children  with  arthritis  has  been  completed  by  the  Chairman  and  is 
being  published  by  the  W.  B.  Saunders  Company  in  Philadelphia, 
for  distribution  not  only  in  this  state  but  others.  A visual 
filmstrip  presentation  using  the  Rheumatology  Service  of  the 
Texas  Children's  Hospital  is  being  prepared  by  Core 
Communications,  Inc. , in  New  York,  for  children  and  parents  of 
children  with  arthritis  to  increase  patient  education.  This 
material  will  be  distributed  not  only  in  the  State  of  Texas,  but 
in  other  parts  of  the  country.  This  meagre  accomplishment 
represents  a small  step  forward.  The  forward  motion  has  begun, 
however. 

Mr.  Ray  Miller  of  Channel  2 TV  in  Houston,  pointed  out  that  the 
major  way  to  achieve  patient  education  is  to  develop  local 
competent  informative  television  spot  presentations  and  more 
lengthy  presentations.  We  have  thus  far  not  been  successful  in 
achieving  this  goal  within  our  state. 

Mr.  Doyle  Wheeler,  Assistant  Deputy  Commissioner,  Texas 

Rehabilitation  Commission,  pointed  out  the  need  for  education  of 
the  Texas  Rehabilitation  Counselors  to  improve  rehabilitation  of 
patients  afflicted  with  arthritis. 

Additionally,  every  Arthritis  Foundation  chapter  now  has  a hot 
line  to  provide  patients  with  necessary  information;  in  San 
Antonio,  manuals  on  arthritis  have  been  translated  and  written  in 
Spanish  and  include  Osteoartritis  Y Usted,  Artritis  Reumatoidea  Y 
Usted,  and  La  Aspirina  Para  La  Artritis;  and  public  forums  have 
been  held  by  the  Regional  Medical  Program. 

5.  Physician  Education — The  conference  felt  that  physician  education 
is  a key  to  improvement  of  care  and  the  Regional  Medical  Program 
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of  the  State  of  Texas  under  the  leadership  of  Mr.  Dave  Ferguson 
in  San  Antonio,  and  a committee  led  by  Dr.  Don  Smiley,  Dr.  Robert 
Persellin,  Dr.  John  Sharp  and  Dr.  Bruce  Barthalomew,  have 
instituted  regional  physician  educational  programs  of  the  highest 
guali ty. 

6.  Allied  Health  Sections- -The  Conference  felt  that  better 
recruitment  of  nonphysician  health  professionals  to  the  cause  of 
better  care  for  arthritic  sufferers  is  essential.  If  the 
physician  does  not  have  back  up  trained  personnel  to  assist  him 
in  the  care  of  patients  with  arthritis  a great  deal  is  lost. 
Accordingly,  Allied  Health  Sections  of  the  Arthritis  Foundation 
were  considered  to  be  an  important  development  during  the  past 
year.  Ms.  Elizabeth  Barkley,  the  Regional  Representative  for  six 
states  of  the  Allied  Health  Section  of  the  Arthritis  Foundation, 
has  established  an  Allied  Health  Section  in  the  Texas  Gulf  Coast 
area  and  other  chapters  are  developing  a similar  section  which 
will  include  social  workers,  occupational  therapists,  physical 
therapists,  nurses  and  other  interested  professions. 

7.  Consumer  Protection — Attorney  General  John  Hill  pointed  out  to  us 
the  difficulty  in  reducing  public  exposure  to  quacks  and 
charlatans.  We  can,  however,  do  a better  job  in  patient 
education  to  at  least  reduce  the  number  of  people  being  duped  by 
unscrupulous  people. 

SUMMARY 

The  1974  Governor's  Conference  was  conceived  to  be  a workshop  of  ideas 
from  which  would  emanate  practical  achievable  goals  during  the  following 
year.  The  goals  have  been  met  or  partially  met.  The  state  is  entering 
into  a productive  era  with  regard  to  help  for  patients  with  arthritis. 
The  National'  Afthritis  Act  will  do  much  to  help.  Children's  arthritis 
centers  such  as  exist  in  Houston  and  Dallas,  will  be  required  by  the  Act 
' for  each  5 million  population  with  adequate  funding  for  allied  health 
personnel  and  a provision  for  training  of  pediatric  physicians  in 
rheumatic  diseases.  During  the  past  year  a Pediatric  Rheumatology 
a Collaborative  Study  Group  with  seven  members,  two  of  whom  are  from  the 
State  of  Texas,  have  been  formed  to  study  new  anti-inflammatory  drugs  in 
children  in  this  country.  One  new  drug  has  been  completed  and  two  or 
® three  more  are  in  progress. 

I 

1 The  Chairman  wishes  to  express  deepest  appreciation  to  the  Governor 

for  allowing  this  conference  to  come  into  being  and  to  so  many  people  who 
helped  and  made  the  conference  possible.  The  Chairman  wishes  to  express 
’ particular  appreciation  to  Ms.  Marcy  Firth,  coordinator  of  the  Conference 
in  and  Mr.  J.  Edward  Easley,  Executive  Director,  Texas  Gulf  Coast  Chapter  of 
L”  the  Arthritis  Foundation.  The  Planning  Committee  of  the  Conference  was  as 
- follows:  Ms.  Elizabeth  Barkley,  Ms.  J.  Curtiss  Brown,  Mr.  Ed  Easley,  Mr. 

?e  Keith  Ferrell,  Dr.  Homer  Goehrs,  Mr.  Dan  Hanke,  Mr.  Dwight  Hunter,  Mr. 
Mabry  Peel,  Dr.  Robert  Persellin  and  Mr.  Gilbert  Sanders.  Dr.  Homer 
Goehrs  was  in  charge  of  the  meeting  arrangements  and  did  an  excellent  job. 
on  Ms.  Durwood  Manford  was  of  great  assistance  also  with  local  arrangements. 
m Appreciation  is  expressed  to  all  of  the  media  for  the  conference  publicity 
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and  for  improving  public  awareness  of  arthritis.  In  particular,  the 
Chairman  would  like  to  recognize  Ms.  Linda  Little  of  the  Dallas  Morning 
News  who  did  such  a superb  job  in  covering  the  conference,  and  to  the 
coverage  given  by  Channel  2,  Channel  11  and  Channel  13  in  Houston. 

The  participants  in  the  1974  program  were: 

Mr.  Daniel  E.  Button,  Executive  Director,  the  Arthritis 

Foundation 

The  Honorable  Bob  Eckhardt,  U.S.  Congressman,  Eighth  District  of 
Texas 

J.  Donald  Smiley,  M.D.,  Professor  of  Internal  Medicine,  U.T. 
Southwestern  Medical  School 

Mr.  David  K.  Ferguson,  Director,  Texas  Regional  Medical  Program, 
Inc. 

Mr.  Marlin  W.  Johnston,  Executive  Director  for  Medical 
Administration,  State  Department  of  Public  Welfare 

James  E.  Peavy,  M.D.,  M.P.H.,  Commissioner  of  Health,  Texas  State 
Department  of  Health 

Mr.  James  L.  Tenney,  Assistant  Director,  Division  of  Crippled 
Children's  Services,  Texas  State  Department  of  Health 

The  Honorable  John  L.  Hill,  Attorney  General  of  Texas 

Mrs.  Carol  Caruthers,  Chairman,  the  Arthritis  Foundation  Club 

Mr.  Doyle  Wheeler,  Assistant  Deputy  Commissioner,  Texas 

Rehabilitation  Commission 

Mrs.  Elizabeth  Barkley,  B.S.,  R.N.,  L.F.T.,  the  Arthritis 

Foundation's  Region  VII  Representative  for  AHP 

Robert  H.  Persellin,  M.D.,  Professor  of  Medicine  and 
Microbiology,  Division  Head,  Department  of  Rheumatology,  U.T. 
Health  Science  Center  at  San  Antonio 

Mr.  Keith  Ferrell,  President,  El  Paso  Chapter,  Arthritis 

Foundation 

Edwin  W.  Schmidt,  M.D.,  President,  Texas  Medical  Association 

H.  Eugene  Brown,  D.O. , President,  Texas  Osteopathic  Medical 
Association 

David  J.  Pillow,  M.D.,  Director,  Department  of  Family  Medicine, 
U.T.  Southwestern  Medical  School  and  John  Peter  Smith  Hospital 
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Bruce  A.  Bartholomew,  M.D.,  Associate  Professor,  Department  of 
Medicine;  Chief,  Division  of  Rheumatology,  Texas  Tech,  Univ. 
School  of  Medicine 

Mr.  Ray  Miller,  News  Director,  TV  Channel  2,  Houston,  Texas 

Homer  R.  Goehrs,  M.D.,  Rheumatologist,  the  Austin  Diagnostic 
Clinic 

Mr.  Victor  R.  Kennedy,  Executive  Vice  President,  Blue  Cross/Blue 
Shield 

Mr.  Joe  Christie,  Chairman,  State  Board  of  Insurance 

Mr.  William  M.  Roger,  Manager,  Group  Insurance  and  Claims, 
Prudential  Life  Insurance  Company 

Morris  Ziff,  M.D.,  Professor  of  Internal  Medicine;  Chief, 
Rheumatic  Diseases  Unit,  U.T.  Southwestern  Medical  School 

Frank  Eugene  Emery,  M.D.,  Assistant  Professor  of  Surgery, 
Division  of  Orthopedic  Surgery,  U.T.  Medical  Branch  at  Galveston 

Robert  E.  Roush,  Ed. D. , Director,  Center  for  Allied  Health 
Manpower  Development,  Baylor  College  of  Medicine 

John  T.  Sharp,  M.D.,  Professor  of  Medicine;  Chief,  Section  of 
Rheumatic  Diseases,  Baylor  College  of  Medicine 

Chester  W.  Fink,  M.D.,  Professor  of  Pediatrics,  U.T.  Southwestern 
Medical  School 

State  Representative  Carlos  F.  Truan,  Chairman,  House  Committee 
on  Human  Relations,  Texas  State  House  of  Representatives 

The  Honorable  Bob  Gammage,  Chairman,  Public  Health  and  Welfare 
Subcommittee,  State  Senator,  Seventh  District  of  Texas 

Ted  Norris,  Ph.D.,  President,  National  Student  American  Medical 
Association 

The  participants  in  the  1975  program  were: 

Elizabeth  Barkley,  R.N.,  L.P.T.,  the  Arthritis  Foundation's 

Region  VII  Representative  for  AHP 

Jody  Benton,  R.N.,  Junior  League  Clinic,  Texas  Children's 
Hospi tal 

Bill  Burgwin,  Personnel  Director,  Blue  Cross/Blue  Shield  of  Texas 
Joe  Christie,  Chairman,  State  Board  of  Insurance 
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W.  Malcolm  Granberry,  M.D.,  Orthopedic  Consultant,  Rheumatology 
Service,  Texas  Children's  Hospital 

Jesse  E.  Green,  Assistant  Secretary,  Field  Claim  Coordinator, 
American  General  Life  Insurance  Company 

Neil  Haney,  Program  Specialist,  Texas  Rehabilitation  Commission 
Don  Horn,  AFL-CIO  Labor  Council 

Hugh  Johnson,  Certified  Rehabilitation  Counselor,  Texas 

Rehabilitation  Commission 

James  W.  Kemper,  M.D.,  Rheumatologist,  Kelsey-Seybold  Clinic 

Edward  J.  Norris,  M.D. , Rheumatologist,  Diagnostic  Clinic 

Leslie  Richie,  O.T.,  Occupational  Therapist,  Texas  Children's 
Hospi tal 

Paul  Smith,  Area  Employment  Supervisor,  Southwestern  Bell 
Telephone 

Delvin  E.  Sparks,  Program  Specialist,  Texas  Rehabilitation 
Commi ssion 

Vernon  Sydow,  Certified  Rehabilitation  Counselor,  Texas 

Rehabilitation  Commission 

Pat  Tally,  M.S.W.,  Social  Service,  Texas  Children's  Hospital 

Erie  C.  Fricke,  Jr. , Home  Office  Casualty  Supervisor,  Maryland 
Casualty  Co. 
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Dear  Dir.  Engleman: 

I am  writing  in  regard  to  the  letter  that  Dr.  Rodnan  issued  to  members 
of  the  ARA  on  September  26,  1975.  In  that  letter,  he  urged  each  member  of 
the  ARA  to  express  his  or  her  views  in  regard  to  priority  of  need  that  the 
National  Commission  on  Arthritis  should  consider. 

I wholeheartedly  support  the  view  that  Dr.  Rodman  presented.  I feel 
strongly  that  emphasis  should  be  placed  on  the  role  of  the  proposed 
arthritis  centers  in  supporting  programs  of  education,  patient  care,  and 
research,  but  I would  go  further  and  emphasize  education  and  patient  care 
with  involvement  of  the  rheumatologists  in  private  practice  and  community 
and  nonuniversity  hospitals.  I feel  that  this  approach  would  meet  the 
needs  of  the  people  more  than  there  would  be  by  limiting  support  to 
university  centers  where  only  a relatively  small  number  of  arthritic 
patients  are  cared  for. 


Donald  C.  Silcox,  M.  D. 


October  8,  1975 


Dear  Eph: 

Having  received  Gerald  Rodnan* s letter  of  September  26,  1975, 
addressed  to  all  ARA  members,  I was  stimulated  to  communicate  with  you 
directly  regarding  the  National  Arthritis  Plan  for  community  support, 
especially  as  it  affects  the  Long  Beach  area.  I am,  of  course,  aware  that 
support  for  the  various  geographic  areas  in  California  has  generally  been 
designated  through  the  Regional  Medical  Programs. 

Memorial  Hospital  of  Long  Beach  has  actively  been  trying  to  develop 
and  secure  funding  for  an  Arthritis  Center.  Proposals  from  Memorial 
Hospital  for  support  and  development  of  the  center  were  submitted  to  the 
California  Regional  Medical  Program  meeting  held  in  San  Francisco  on  March 
16,  1974.  Unfortunately,  funding  through  these  sources  has  not  been 
forthcoming.  Nevertheless,  Memorial  Hospital  has,  through  local 
donations,  been  making  an  effort  to  secure  funding  for  the  establishment 
of  a Rheumatic  Disease  Center  which  entails  interdisciplinary  care  with 
orthopedic  and  rehabilitation  medicine.  In  addition,  active  education  and 
research  programs  have  been  implemented.  We  would  hope  that  support  for 
community  effort  of  this  type  be  considered  by  the  Arthritis  Commission. 
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For  your  informational  use,  I have  attached  copies  of  communication 
generated  by  Memorial  Hospital  for  support  to  various  government  agencies 
for  the  Rheumatic  Disease  Center.  On  behalf  of  the  considerable  effort 
that  is  being  made  by  dedicated  employees  and  volunteers  at  Memorial 
Hospital,  I would  greatly  appreciate  any  consideration  for  future  support 
through  the  National  Arthritis  Plan  that  might  be  given  to  Memorial 
Hospital. 


Arthur  Lorber,  M.  D. 


October  17,  1975 


Dear  Dr.  Engleman: 

I am  writing  in  regard  to  the  hearings  which  your  Commission  is 
conducting  across  the  nation  as  to  what  course  the  National  Arthritis  Act 
should  take.  Because  of  previously-made  practice  commitments,  I will  be 
unable  to  attend  the  meeting  to  be  held  in  St.  Louis,  but  would  like  to 
have  my  feeling  made  a part  of  those  proceedings. 

I strongly  concur  with  the  Commission's  intent  to  create  more  research 
traineeships  in  this  field,  because  only  as  causes  are  discovered  and 
better  treatments  are  made  available  can  the  practicing  rheumatologist  do 
a better  job.  However,  I would  like  for  the  Commission  not  to  forget  an 
immediate  and  critical  need,  that  being  to  supply  the  American  public  with 
more  physicians  who  are  adequately  trained  in  the  field  of  arthritis  and 
rheumatic  diseases.  One  sees  the  figure  frequently  used  that  there  are 
over  20,000,000  people  who  have  some  type  of  rheumatic  disease  that 
requires  medical  care.  This  figure  does  not  surprise  me,  but  a fact  which 
is  just  as  important  is  that  there  is  probably  an  equally  large  number  of 
people  who  think  they  have  some  type  of  rheumatic  disease  but  do  not. 
Contrary  to  all  of  the  publicity  which  is  being  given  regarding  the  need 
to  increase  the  number  of  family  physicians  at  this  time,  my  experience  is 
that  with  the  increasing  sophistication  and  knowledge  of  the  American 
public,  once  a person  supects  or  is  told  that  he  has  a rheumatic  disease, 
he  immediately  wants  to  see  a specialist,  i.e.,  a rheumatologist.  It  goes 
without  saying  that  the  present  supply  simply  is  unable  to  meet  the 
demand. 

I realize  that  with  limited  resources  priorities  will  have  to  be  set. 
My  intent  in  writing  you  is  simply  to  voice  a plea  from  a practicing 
rheumatologist's  standpoint--PLEASE  SEND  HELP! 

I appreciate  the  time  and  effort  your  Commission  is  devoting  to  the 
implementation  of  this  law  and  am  confident  that  your  decisions  will  be 
the  correct  ones. 


John  L.  Ferguson,  M. D. 
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October  29,  1975 


Dear  Dr.  Engleman: 

I am  responding  to  your  letter  of  October  6,  1975  in  which  you  ask  for 
my  view  regarding  recommendations  for  a long-range  arthritis  plan. 

Because  of  the  distance  involved  I was  not  personally  able  to  attend 
any  of  the  Commission's  public  hearings,  therefore,  I submit  the  following 
for  your  consideration. 

As  you  are  doubtless  aware,  we  have  for  the  first  time  in  the  state  of 
Hawaii  and  the  Trust  Territories,  a program  specifically  addressing  itself 
to  the  problems  of  arthritis.  This  Arthritis  Center  is  currently  under 
the  support  of  the  Regional  Medical  Program  and  the  vital  work  being  done 
in  the  Center  includes  patient  care  and  education,  as  well  as  training  of 
paramedical  and  medical  personnel  of  all  levels,  from  medical  students  on 
up.  We,  in  Hawaii,  feel  that  it  is  imperative  that  the  vital  groundwork 
in  the  field  of  arthritis  care,  spearheaded  by  the  Arthritis  Center,  be 
continued  in  our  geographically  isolated  area.  Towards  this  end  we  would 
urgently  recommend  continuation  of  funding  via  the  National  Arthritis  Act 
to  be  a prime  consideration  for  continuing  ongoing  projects  such  as  these. 

I also  heartily  subscribe  to  the  development  of  nationwide  educational 
programs  for  patients,  paramedical,  and  medical  personnel.  We  are 
developing  some  educational  aids  in  Honolulu  and  feel  that  the  same  effort 
is  going  onin  a fragmented,  uncoordinated  way  throughout  the  country.  We, 
therefore  recommend  a central  committee  for  the  development  and 
implementation  of  a cohesive  plan  utilizing  modem  audiovisual  technigues 
to  improve  education  in  arthritis. 

In  relation  to  patient  care,  we  also  recommend  the  development  of 
training  programs  on  a coordinated  national  level  for  paramedical  and 
medical  personnel  emphasizing  the  training  of  nurse  practitioners  with 
special  skills  in  arthritis  and  related  musculoskeletal  diseases. 

We  would  certainly  whole-heartedly  support  a national  data  system  as 
outlined  in  your  letter  and  specifically  we  stress  the  need  for 
standardized  data  sheets  to  be  used  nationwide  in  certain  commonly  treated 
conditions — for  example,  flow  sheets  for  rheumatoid  arthritic  patients 
receiving  gold  therapy;  flow  sheets  for  patients  with  L.  E.  on 
immunosuppressive  therapy,  etc. 
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Finally  in  the  area  of  clinical  research,  there  seems  to  be  an  urgent 
need  for  multicenter  cooperative  therapeutic  trials  utilizing  comparable 
drug  dose  schedules  so  that  meaningful  long-term  data  can  be  obtained  in 
the  chronic  rheumatic  diseases. 

These  then  are  our  primary  thoughts  at  this  time.  I thank  you  for  the 
opportunity  to  express  our  ideas. 

Warm  personal  regards. 


Melvin  H.  Levin 


February  23,  1976 


Dear  Dr.  Engleman: 

As  I told  you  on  the  phone,  I feel  that  my  own  Department  of  Community 
Dentistry  must  alert  dentists  to  the  ravages  of  the  disease  and  help 
dentists  to  learn  they  have  a part  to  play  in  educating  the  public  and 
also  in  halting  some  aspects  of  infectious  arthritis.  We  are  at  present 
including  some  lectures  on  the  subject  in  our  Department  of  Community 
Dentistry.  It  is  a disease  so  common  among  the  nation's  populace,  with 
people  of  all  races  and  ethnic  groups,  regardless  of  socioeconomic  status, 
that  most  have  a casual  attitude  toward  arthritis,  without  dismay  as  to 
its  prevalence  or  fear  of  personal  susceptibility  to  its  attack.  The 
concern  for  the  victims  of  arthritis  is  at  best  only  moderate.  It  is 
generally  accepted  by  the  population  that  almost  everyone  sooner  or  later 
has  a touch  of  arthritis,  and  therefore  it  is  considered  an  unavoidable 
condition  rather  than  a health-threatening  disease.  People  of  all 
economic  and  educational  levels  are  ignorant  of  the  true  nature  of 
arthritis  and  have  little  understanding  of  the  physiological, 
psychological,  and  sociological  implications  of  the  disease.  Although 
estimates  are  at  50,000,000  Americans  suffering  from  arthritis,  as  you 
well  know,  only  some  20,000,000  are  receiving  medical  care.  I think  that 
public  ignorance  is  a very  definite  barrier  to  treatment  of  the  disease. 
Of  greater  importance  is  the  lack  of  facilities  specifically  staffed  and 
eguiped  to  deal  effectively  with  the  needs  of  the  arthritic.  In  addition, 
basic  to  all  considerations  of  treatment,  is  the  cost,  whether  it  is  borne 
by  insurance  carriers,  government  at  any  or  all  levels,  the  individual,  or 
any  combination  of  these.  Costs  for  the  medical  care  of  the  arthritic 
once  begun,  aren't  likely  to  be  retired,  and  the  ongoing  treatment  can 
place  a strain  on  the  average  family  income  and  can  be  prohibitive  for  the 
low- income  family.  Ignorance  and  apathy  can  be  overcome  through  an 
intensive  program  of  public  education  about  arthritis.  The  public 
education  campaign  must  make  extensive  use  of  the  news  media,  particularly 
television  and  radio,  to  reach  the  widest  audience.  Also,  many  persons  of 
low  income  do  not  read  newspapers  and  magazines  nor  do  they  respond  to 
offers  dependent  upon  written  inquiry.  Educational  materials, 
announcements. , programs,  and  so  forth  must  be  easy  to  understand,  free  of 
advanced  terminology,  and  of  course,  readily  accessible.  Subject  matter 
should  include  early  danger  signals,  medically  approved  information  about 
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the  disease  itself,  exposure  of  fads  and  quackeries,  conventional 
misinformation  and  folk  beliefs,  and  finally,  where  one  should  go  for 
diagnosis  and  treatment.  An  informed  public  seeking  diagnosis  and 
treatment  would  overwhelm  present  hospitals  as  well  as  the  health  care 
teams  currently  engaged  in  the  treatment  of  arthritics.  These  facilities 
are  already  too  few  in  number  and  overcrowded. 

I feel  that  there  is  an  urgent  need  for  the  establishment  of 
designated  arthritis  centers,  designed  and  staffed  to  provide  total 
treatment  for  arthritic  patients.  A system  of  satellite  neighborhood 
centers  could  provide  one-stop  services  fcr  arthritics,  thereby  increasing 
their  participation  in  seeking  care.  Family  physicians  who  may  see  the 
patient  initially  could  refer  patients  to  the  neighborhood  center  where 
access  to  the  services  of  a rheumatologist,  physical  therapist,  or  other 
necessary  personnel  could  be  coordinated  at  great  benefit  to  the 
physician.  The  local  center  could  provide  community  programs  to  educate 
the  victims  of  arthritis  and  their  families,  as  well  as  the  general 
public.  The  center  could  provide  information  as  to  where  to  purchase 
necessary  items  such  as  orthopedic  shoes,  canes,  braces,  specialized 
clothing,  housekeeping  aids,  and  equipment.  The  center  could  provide 
opportunities  for  arthritics  to  help  each  other  in  group  sessions,  to 
share  experiences  with  each  other,  therapy  offering  encouragement  to 
reinforce  the  continuxng  struggle  against  a relentless  adversary. 

I think  that  it  is  equally  important  to  prepare  physicians  to  cope 
with  the  arthritic  patients  as  persons,  as  well  as  to  treat  the  disease. 
Medical  schools  need  to  place  additional  emphasis  on  the  diagnosis  and 
treatment  of  arthritis  and  related  chronic  diseases.  Physicians  sometimes 
find  it  difficult  to  diagnose  with  certainty  the  transient  or  atypical 
symptons  presented  by  patients  with  beginning  arthritis,  nor  do  they 
always  take  the  time  to  explain,  in  depth,  to  the  patient  the  how  and  the 
why  of  the  treatment  plan,  what  the  patient's  role  must  be  in  the 
treatment  process,  etc.  Physicians  often  reveal  their  lack  of  sensitivity 
by  responding  to  the  anxiety  of  the  patient  with  undisguised  disinterest. 
The  doctor- patient  relationship  is  crucial  to  the  successful  treatment  of 
arthritis,  as  this  disease  is  likely  to  require  long-term  involvement,  not 
only  of  the  patient  and  physician  but  also  of  members  of  the  health  team 
who  the  physician  may  see  fit  to  include.  Physical  therapy  has  top 
priority  in  a program  of  treatment.  Arthritis  is  recognized  as  a disease 
with  unlimited  potential  to  inhibit  mobility  and  produce  crippling 
malformations  of  the  extremities.  Access  to  an  extended  regimen  of 
approved  therapeutic  exercise  is  of  utmost  importance  in  maintaining  the 
arthritic  patient's  ability  to  function  at  an  optimum  level  of  efficiency. 
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The  long-term  gains,  both  human  and  economic,  that  will  accrue  from  an 
all-out  determined  national  effort  to  discover  the  cause  of  arthritis 
certainly  supports  the  commitment  to  basic  research  in  this  area.  Until 
such  time  as  prevention  and/or  cure  become  possible,  adeguate  treatment  of 
the  millions  afflicted  with  arthritis  must  be  a national  goal.  I 
certainly  would  support  the  Commission  in  its  efforts  and  planning. 

I hope  these  ideas  will  be  of  some  help  to  you. 


Clifton  0.  Dummett 
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Dear  Eph: 

Thank  you  for  your  letter  inviting  me  to  testify  before  your 
Commission  in  Denver  on  Thursday,  October  28,  at  the  Brown  Palace. 

Unfortunately,  it  will  be  impossible  for  me  to  appear  in  person  before 
the  Commission.  Be  assured,  however,  that  my  sympathies  are  distinctly  in 
favor  of  the  implementation  of  the  National  Arthritis  Act. 

I believe  that  numerous  demonstration  centers  will  provide  a 
significant  stride  forward  in  the  care  of  the  arthritic  patient  in  this 
country.  As  you  know,  Seattle  is  geographically  closely  situated  to 
Vancouver,  British  Columbia,  which  has  iong  had  an  exemplary  arthritis 
center  for  the  care  of  patients  with  the  diseases  in  the  area  of 
rheumatology.  I hope  that  the  National  Arthritis  Act  will  permit 
implementation  of  several  centers  throughout  the  country  that  incorporate 
many  of  the  features  that  the  Vancouver  center  utilizes. 

First  of  all,  it  provides  a facility  unifying  the  care  of  the 
arthritic  patient,  both  inpatient  and  outpatient  services.  It  brings 
together  physicians,  paramedical  personnel,  lay  persons,  all  of  whom  have 
as  their  primary  aim  the  care  and  education  of  the  patient  with  arthritis 
toward  a better  understanding  of  the  disease  and  maximization  of  his 
potential  in  a disabled  state. 

Such  centers  provide  not  only  focal  points  for  patient  education,  but 
also  for  physician  and  paramedical  education  of  these  diseases  so 
frequently  relegated  to  the  back  corridors  of  the  incurable. 

I hope  that  the  thrust  of  these  centers  will  be  primarily 
inspirational,  encouraging  the  total  care  of  the  patient  with  arthritis. 
The  opportunity  such  centers  will  provide  to  diversify  care  by  non- 
physician members  of  the  arthritis  team  is  reason  enough  alone  for  the 
development  of  such  facilities. 

Our  community  requires  numerous  other  refinements  that  can  be  in  part 
implemented  by  the  National  Arthritis  Act.  Research  into  health  care 
provision  through  transportation  facilities,  day  care  centers,  and  local 
physical  therapy  treatment  centers  will  have  an  opportunity  to  be 
implemented  by  this  legislation.  Additional  means  to  teach  both  patient 
and  physician  can  be  provided  by  better  liaison  through  a central 
arthritis  office,  which  could  also  be  part  of  such  a center  network. 

Once  again,  please  excuse  me  for  being  unable  to  attend  the  hearings 
in  Denver.  Again,  I am  in  favor  of  these  centers  toward  the 
implementation  of  better  patient  care,  better  patient  education,  and 
overall  physician,  paramedical,  and  lay  interaction  through  the 
development  of  such  centers. 

Robert  F.  Wilkens,  M.D. 
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Dear  Commissioners: 

I am  licensed  to  practice  medicine  in  Pennsylvania,  have  a Master's 
Degree  in  Public  Health,  and  am  Board  Certified  in  Internal  Medicine.  I am 
a member  of  the  American  Rheumatism  Association,  a recipient  of  a 
Distinguished  Service  Award  from  the  National  Arthritis  Foundation  and  a 
Governing  Board  Member,  Para-Medical  Professional  Committee.  I am  a 
charter  member  of  the  Central  Pennsylvania  Chapter  of  the  Arthritis 
Foundation,  former  President,  and  continue  to  serve  on  the  Board  of 
Directors  and  Medical  and  Scientific  Committee  (former  chairperson)  . I 
also  served  as  the  first  chairperson  of  a Pennsylvania  Arthritis 
Coordinating  Committee.  After  engaging  in  private  practice,  research  and 
teaching  [e.g.,  Clinincal  Associate  Professor  of  Medicine,  Visiting 
Professor  of  Public  Health  and  Preventive  Medicine,  Woman's  Medical 
College  of  Pennsylvania  (currently  Pennsylvania  Medical  College).]  I was 
asked,  in  1952,  to  set  up  a new  Bureau  of  Chronic  Diseases  for  the 
Pennsylvania  Department  of  Health  when  that  Department  became  reorganized 
professionally.  Since  then,  I have  set  up  planning  and  other  units,  and 
have  returned  to  the  Division  of  Chronic  Diseases.  During  this  period  of 
time,  arthritis  has  been  one  of  my  concerns  because  so  little  public  and 
private  support  was  given  to  this  common,  painful,  collection  of  joint, 
collagen,  connective  tissues  and  supporting  structure  diseases  that  are 
painful,  crippling,  and  costly  but  do  not  appear  high  in  "causes  of 
death,"  like  cancer,  heart  disease,  and  accidents. 

This  is  not  intended  to  be  a personal  recital,  but  is  meant  to  support 
a point  of  view  as  to  some  needs  in  the  arthritis  field  today,  exclusive 
of  specific  basic  rearch  areas. 

I.  As  one  of  the  national  "alerters"  to  assist  in  the  passage  of  the 
National  Arthrtis  Act,  it  was  gratifying  to  know  that  arthritis  had 
become  an  official  part  of  the  National  Institues  of  Health.  As  broad 
in  concept  as  the  Act  is,  from  the  standpoint  of  community  health  and 
the  consumer/ patient/  family,  there  needs  to  be  more  specific 
recognition  of  State  (and  local)  health  departments.  National  Health 
Insurance  is  not  yet  here  and  comprehensive  health  planning,  review 
organizations,  HMO's,  primary  care  centers,  and  enough  specialized 
rheumatic  disease  centers  are  still  in  the  stage  of  development.  The 
voluntary  arthritis  agencies  are  doing  noteworthy  and  useful  work,  but 
a few  million  dollars  so  raised  will  not  take  care  of  the  needs  of 
arthritics  or  arthritics  to  be,  or  the  education  of  those  providing 
services . 

II.  Because  arthritis  was  not  generally  looked  upon  as  a public  health 
problem  in  the  fifties,  I supported  the  creation  of  the  voluntary  arm 
of  public  health,  the  Central  Pennsylvania  Chapter  of  the  Arthrtis 
Foundation,  in  order  to  obtain  resources  for  doing  something  in  the 
arthritis  field  (a  little  less  complicated  then,  since  chemotherapy, 
immunotherapy,  enzymes,  hormones,  surgery,  and  improved  diagnostic 
techniques  were  not  so  advanced  and  the  related  collagerenous  or 
connective  -tissue  diseases  and  more  subtle  systemic  diseases  related 
to  arthritis  were  generally  included  in  the  subspecialty  of  rheumatic 
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diseases) . In  serving  as  its  volunteer  Medical  Director,  it  was 
possible  to  plan  and  initiate  programs  that  could  be  implemented  by 
the  Chapter  in  cooperation  with  various  units  in  the  Pennsylvania 
Department  of  Health,  the  Medical  Societies,  the  National  Institutes 
of  Health,  the  Arthritis  Foundation,  and  the  other  Arthritis  Chapters, 
Dietetic  Association,  Health  Councils,  Bureau  of  Rehabilitation, 
Nursing  Associations,  physiotherapists,  social  workers,  etc.  The 
Chapter  itself  benefited  by  the  wider  contact  with  the  public  and 
special  groups  in  its  growth  so  that  now  it  is  carrying  the  ball  and 
has  received  an  RMP  grant  on  its  own.  Thus  was  executed  the  following: 

(1)  two  Governor's  Conferences  on  Arthritis, 

(2)  a Rheumatic  Disease  in  Industry  Seminar, 

(3)  an  Education  Seminar  for  nurses,  physical  therapists,  social 
workers,  occupational  therapists  (with  a NIH  grant) , 

(4)  a series  of  Nutrition  and  Arthritis  Seminars  held  throughout  the 
State  on  a regional  basis, 

(5)  the  creation  of  an  Arthritis  Coordinating  Committee  which  brought 
together  the  Pennsylvania  chapters  and  representatives  of  the 
State  Medical  Society,  State  Department  of  Health,  and  others. 

A grant  from  the  State  Health  Department,  Division  of  Chronic 
Diseases,  was  made  to  Dr.  Ehrlich,  Einstein  Medical  Center,  Philadelphia, 
for  a demonstration,  multidisciplinary  clinic  for  the  diagnosis, 
treatment,  and  rehabilitation  of  the  arthritis  patients.  This  involved 
social  work,  nursing,  educational  and  vocational  counseling, 
rehabilitation  and  home  care.  It  was  very  successful  but  had  to  be 
terminated  because  of  austerity  needs.  It  served  to  coordinate  the 
thinking  and  objectives  of  the  various  agencies  represented  by  the 
Pennsylvania  Arthritis  Coordinating  Committee.  The  patient  helped  to  plan 
his  care  with  all  needed  medical  and  paramedical  specialties. 

Educational  materials  were  prepared  or  bought  and  distributed  in 
cooperation  with  the  Arthritis  Foundation  and  the  Health  Department.  The 
publications,  such  as  Strike  Back  at  Arthritis  prepared  by  the  Public 
Health  Service,  were  purchased  and  distributed  in  connection  with  home  and 
family  care,  patient  education,  as  well  as  to  professionals. 

I and  II,  then,  lay  the  groundwork  for  further  remarks. 

The  prevalence,  incidence,  costs  distribution,  lack  of  rheumatologists 
and  centers  and  relative  scarcity  of  funds  for  research  are  well  known  to 
the  Commission,  since  the  National  Foundation  has  done  so  well  in 
publishing  these  national  data.  Therefore,  I will  not  repeat  them. 
Instead,  I should  like  to  briefly  refer  to  some  of  the  activities  in 
Pennsylvania  connected  with  arthritis  at  the  present  time. 

The  Regional  Medical  Programs,  of  uncertain  futures,  have  awarded 
grants  to  the  Philadelphia  area  (project  directed  from  Hahnemann  Medical 
Center),  St.  Margaret's  Hospital,  Pittsburgh,  and  to  the  Central 
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Pennsylvania  Arthritis  Chapter.  These  have  been,  or  are  being,  used  to 
counsel  and  educate  arthritis  patients  and  their  families  in  how  to  carry 
out  their  physician's  plans,  and  to  teach  self-help.  Outreach  programs 
have  been  set  up  to  teach  other  physicians,  both  family  or  primary,  and 
other  specialists,  the  fundamentals  of  diagnosis  and  modem  treatment,  by 
a team  faculty  (rheumatologists,  surgeons,  radiologists,  internists,  etc.) 
going  once  a week  or,  at  most  a month,  to  community  hospitals  in  order  to 
evaluate  patients,  suggest  treatment,  to  set  up  rheumatology  clinics  or 
sevices  in  hospitals  not  now  having  them.  It  should  also  be  useful  in 
future  PSRO  relationships.  Also,  many  different  physicians,  in  treatment 
and  rehabilitation.  The  whole  field  of  rehabilitation  is  emphasized.  The 
medical  schools  are  cooperating.  The  State  Health  Department  has  helped  to 
support  some  evaluation  and  rehabilitation  at  a mid-state  community 
(Williamsport) , but  has  not  staff  nor  funds  for  an  expanded  program.  The 
Governor  has  shown  interest  in  naming  a State  Task  Force  on  Arthritis  and 
the  three  Chapters  have  cooperated  in  suggesting  possible  members  and  to 
focus  on  the  top  priority  needs  in  various  parts  of  the  State.  Research, 
of  course,  has  had  some  support  at  the  universities,  but  this  has  come 
mainly  from  the  National  Arthritis  Foundation  or  a Branch  of  HEW.  No  State 
registry  of  patients  exists,  but  a grant  for  this  had  been  applied  for 
some  years  previous.  A one-week  lectureship  in  arthritis  by  an 

outstanding  rheumatologist  for  Hershey  Medical  Center,  and  hospitals  in 

Danville,  York,  Lancaster,  Harrisburg,  and  Hershey,  has  been  funded  by  th>' 

Central  Pennsylvania  Arthritis  Chapter  from  independently  obtained  funds, 
but  no  rheumatology  clinical  unit  has  been  established  there. 

On  the  basis  of  the  above,  I should  like  to  enumerate,  without  detail,, 
the  needs  as  perceived  from  my  vantage  point  up  to  the  present  time 
(excluding  specific  laboratory  or  clinical  research) . 

(1)  Provision  of  funds  directly  to  State  Health  Departments  for 

staff,  and  for  State  and  local  programs,  as  evaluated  by  the 
Department;  and  for  greater  coordination  and/or  awareness  of 

activities  in  the  arthritis  field. 

(2)  Assistance  in  supplying  a full  range  of  rehabilitation  seminars 
to  all  patients  and  as  early  after  diagnosis  as  possible.  This 
includes  children  and  adults  of  all  ages. 

(3)  Training  for  more  personnel  and  existing  personnel  in  teaching 
patients  and  families  and  providing  the  physical  and  occupational 
therapy  and  home  care  needed,  espesially  for  nurses,  skilled  home 
health  aides,  etc. 

(4)  Support  of  outreach  teaching  programs  from  Medical  Teaching 
Centers  to  community  hospitals,  HMO's,  Neighborhood  Health 
Centers,  Community  Nursing  Associations,  etc.,  in  order  to 
develop  rheumatology  expertise  and  interest  in  physicians. 

(5)  Develop  Statewide  "coordinating"  committees  in  order  to 
facilitate  the  flow  of  information  as  to  needs  and  plans.  Staff 
time  is  important  to  keep  such  a group  useful. 
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(6)  Assist  in  the  development  of  multidisciplinary  rheumatology 
services  and  teaching  in  all  medical  (including  osteopathic) 
schools,  and  including  the  new  Pennsylvania  State  University 
Medical  School  at  Hershey. 

(7)  Subsidize  fellowship  in  rheumatology  for  physicians  so  that  more 
will  concentrate  on  getting,  using,  and  sharing  new  knowledge  or 
applying  more  broadly  their  present  knowledge. 

(8)  Continue  to  investigate  ways  to  find  arthritis  that  is 
asymptomatic  or  of  finding  individuals  who  have  some  form  of 
arthritis  but  have  not  been  included  in  the  mainstream  of  what 
can  be  done  today  to  help  them.  Counseling  and  follow-up  are 
important. 

(9)  Widespread  use  of  media  and  other  information  channels,  including 
public  forums,  to  improve  the  awareness  of  the  public  regarding 
self-help,  recognition  of.  personal  or  family  needs,  the  meaning 
of  the  treatment,  and  help  to  obtain  definitive  care.  Volunteers 
can  also  help  here. 

(10)  Convening  of  leaders  in  insurance,  industry,  agriculture,  labor 
and  rehabilitation  to  provide  more  coverage  for  arthritis,  job 
training  and  placement,  home  and  at-work  support. 

(11)  Communication  with  public  providers  (Medicare,  Medicaid,  V.A., 
potential  national  health  insurance  representatives,  HMO's, 
PSRO's,  HSA's,  Comprehensive  Health  Planning  Agencies,  hospitals, 
medical  societies,  etc.),  so  that  the  broad  needs,  over  a 
considerable  length  of  time,  and  involving  the  cost  of  diagnosis, 
continued  treatment,  and  follow-up  are  given  attention  via  the 
hospital  bed,  outpatient  schools,  transportation  means,  home 
cajce,  and  underwriting  of  costs,  all  of  which  are  included  in 
community  or  regional  planning  and  implementation  (not  all  can 
afford  $200  for  just  one  muscle  biopsy  alone) . 

(12)  Develop  consumer  advocates  to  assist  the  patient  and  family,  and 
to  listen  to  him  or  her,  in  recognizing  self-needs  and  sources  of 
help,  and  in  bringing  to  the  attention  of  elected  representatives 
the  need  for  public,  social,  political,  and  economic  concern  for 
this  leading  group  of  costly  disorders.  Many  arthritics  do  not 
seek  or  continue  under  long-term  care  because  they  cannot  afford 
it.  Each  community  hospital  or  health  center,  for  example,  or 
PSRO  or  HSA,  could  include  such  an  individual  in  the  patient 
service  provided. 

(13)  Support  the  development  of  special  centers  eguipped  to  study  the 
newer  inter-system  relationships  of  disease  and  well-being,  as 
exemplified  by  chemotherapy,  immunotherapy,  etc. , as  well  as 
specific  mechanical-electrical  aids  and  surgery. 

(14)  Encourage  group  projects  utilizing  the  voluntary  arthritis  groups 
and  those  associated  with  public  health  and  preventive  medicine. 
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(15)  Emphasize  to  preventive  medicine,  community  medicine,  or  public 
health  departments,  and  public  schools,  that  chronic  disability 
need  not  be  complete,  needs  specified  attention  in  quantity  and 
quality,  may  be  prevented  or  arrested,  and  the  quality  of  life 
improved  for  over  50  million  residents  of  the  U.S.A. 

(16)  Use  of  "carrot"  or  "club"  psychological  approach  to  State  and 
local  departments  of  health  so  that  they  give  rheumatic  and 
allied  diseases  a higher  priority.  Money  seems  to  be  the  answer 
and  is  proven  by  the  public  still  supporting  emotionally  the 
diseases  or  injuries  which  affect  them,  e.g.,  cancer,  heart 
diseases,  lupus  erythematosus,  epilepsy,  Huntington's,  chorea, 
multiple  sclerosis,  hemophilia,  blindness,  diabetes,  tay  sachs 
disease,  sickle  cell  anemia.  Women  Against  Rape,  "Women's  Lib," 
etc.  The  categorical  approach  is  still  with  us  and  has  consumer 
meaning,  in  spite  of  comprehensive,  esoteric,  objective  planning 
and  "primary  care"  notwithstanding.  There  is  no  universal 
definition  of  "health." 

(17)  Encourage  PSRO,  Utilization  Review  groups.  Health  Sevice  Area 
Councils,  hospital  and  nursing  home  licensure  agencies,  to 
include  specific  standards  and  evaluation  of  how  rheumatic 
disorders  are  cared  for  in  continuum  on  a community  basis,  as 
well  as  within  the  walls  of  the  facility. 

(18)  As  is  encouraged  in  the  national  cancer  social  and  rehabilitation 
plan  covering  17  comprehensive  cancer  centers  in  the  U.S.A. , 
assist  in  settinq  up  WATTS  lines  or  other  mechanisms  for 
providing  accurate,  fast  information  to  patients  or  other  public 
as  to  the  value  of  certain  remedies,  safety  and  accuracy  of 
tests,  referral  to  adequate  quality  sources  of  diagnosis, 
treatment,  rehabilitation,  and  sources  of  assistance  for  social, 
emotional  and  finacial  problems  related  to  the  rheumatic 
diseases.  With  time,  comprehensive,  on-line  information  centers, 
with  proper  training  of  personnel,  could  be  set  up  for  many 
chronic  illnesses  as  part  of  public  health  education,  continued 
education  and  self-help  toward  personal  health  maintenance. 

(19)  Encourage  the  development  of  a Governor's  Task  Force  on  Arthritis 
for  Pennsylvania. 

(20)  Develop  data  banks  of  use  to  the  consumer,  and  with  privacy  of 
information  regarding  the  patient. 

(21)  Expand  support  for  basic  research  in  rheumatic  and  allied 
disorders. 

(22)  Continue  to  develop  Arthritis  Centers  for  the  acquisition  of 
knowledge,  transmittal  of  that  knowledge  to  practitioners,  and 
for  a higher  quality  of  care  provided,  especially  for  difficult 
and/or  costly  cases. 

(23)  Finance  clinics  for  rheumatic  diseases  in  community  hospitals,  so 
that  "free"  or  low  cost  chronic  care  can  be  obtained. 
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About  a year  ago,  because  many  task  forces  had  been  named  by  Governor 
Shapp  for  a varity  of  problems,  e.g.,  cancer,  hypertension,  etc.,  I 
believed  that  one  on  Arthritis  should  also  be  named.  It  was  impossible  to 
hopefully  generate  budgetary  support  within  the  State  Health  Department. 
As  a member  of  the  Board  of  Directors  of  the  Central  Pennsylvania  Chapter 
of  the  Arthitis  Foundation,  I introduced  the  idea  of  an  Arthritis  Task 
Force  having  value.  The  Board  approved  the  idea,  and  also  invited  the 
other  two  Chapters  to  participate.  The  Chairman  of  the  Board,  Dr.  Nathan 
Sussman,  Mrs.  Costello,  The  Executive  Director,  and  myself,  as  a Board 
Member  and  as  Director  of  the  Division  of  Chronic  Diseases  of  the 
Pennsylvania  Department  of  Health,  called  upon  Dr.  Leonard  Bachman,  who 
was  then  the  Advisor  on  Health  Affairs  to  the  Governor,  and  suggested  that 
such  a group  be  formed.  He  agreed.  I then  obtained  recommendations  in 
regard  to  the  broad  cross  section  of  the  public  as  possible  candidates  for 
appointment,  from  the  Eastern,  Western,  and  Central  Pennsylvania  Chapters 
and  presented  them  to  Dr.  Bachman  as  soon  as  he  became  the  Secretary  of 
Health  (January  1975) . The  president  of  the  Central  Pennsylvania  Chapter, 
Mr.  Leopold,  Esq.  also  pressed  for  the  creation  of  such  a group.  It  is 
gratifying  that,  at  the  hearing  today.  Dr.  Bachman  announced  that  the 
Governor  will  appoint  such  a Task  Force  and  admitted  that  his  ability  to 
testify  today  before  the  Committee  speeded  this  decision. 

I thank  you. 


Mildred  C.  J.  Pfeiffer,  M. D. 


October  6,  1975 

Dear  Dr.  Engleman: 

I am  writing  in  response  to  the  September  26th  memo  from  the  New  York 
office  of  the  Arthritis  Foundation  sugesting  you  would  be  attending  to 
responses  from  members  of  the  American  Rheumatism  Association  regarding 
their  ideas  concerning  the  National  Arthritis  Act. 

My  particular  bias,  which  is  a dual  role  in  rehabilitation  and 
rheumatology,  suggests  several  areas  where  I feel  emphasis  and  money  could 
well  be  spent.  I would  first  suggest  that  money  be  provided  so  that 
rheumatologists  could  help  in  the  undergraduate  teaching  of  allied  health 
professionals  in  rheumatology.  From  my  experience  with  physical  therapy 
schools  both  in  Pittsburgh  and  in  Northwestern  University,  undergraduates 
are  not  clearly  taught  the  pathology,  pathogenesis,  clinical  findings,  and 
plan  for  treatment  of  rheumatoid  and  other  types  of  arthritides  on  a 
thorough  and  systematic  basis.  I also  think  that  the  modalities  and 
methods  of  treatment  that  physical  therapists  apply  are  not  taught 
unif ormly  in  schools  of  physical  therapy. 

Second,  money  should  be  available  so  that  physicians  and  therapists 
and  other  allied  health  professionals  alike  could  begin  to  put  the 
treatment  provided  by  these  allied  health  professionals  on  a scientific 
basis.  The  number  of  clinical  studies  demonstrating  the  efficacy  or  lack 
of  it  of  ultrasound,  hot  packs,  progressive  resistive  exercises,  etc.  is 
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notably  small  as  my  literature  searches  have  revealed.  At  least  some 
schools  of  physical  therapy  do  not  have  adequate  faculty  and  certainly  not 
faculty  trained  in  scientific  techniques,  and  it  would  seem  that  money  to 
support  joint  research  efforts  would  be  very  well  spent. 

I feel  that  the  proposed  role  of  the  arthritis  centers  and  supporting 
programs  of  education,  patient  care,  and  research  may  well  vary  greatly 
with  the  individual  location.  Certainly  outreach  programs  for  physicians 
and  allied  health  professionals  is  an  area  in  need  of  support. 

I strongly  feel  that  the  urgent  unmet  needs  in  the  treatment  of 
rheumatoid  arthritis  are  in  the  education  of  physicians  and  allied  health 
professionals  in  the  various  types  of  rehabilitation  medicine  services  and 
in  the  support  of  research  to  determine  the  efficacy  of  these  forms  of 
treatment  and  develop  new  ones  where  they  are  lacking.  I believe  that  a 
cooperative  effort  between  allied  health  professionals  and  physicians 
would  enhance  the  care  of  patients  greatly.  It  would  raise  the  level  of 
knowledge  and  skill  on  the  part  of  the  allied  professionals  and  it  would 
certainly  educate  the  physicians  so  that  he  could  better  prescribe, 
follow,  and  alter  his  plans  of  therapy  for  patients. 


John  J.  Nicholas,  M. D. 


October  22,  1975 


Dear  Eph: 

As  I mentioned  to  you  in  New  Orleans,  we  were  most  pleased  and 
confident  in  your  leadership  in  this  important  area.  You  have  asked  for 
comments  regarding  the  views  of  interested  members  of  the  medical 
community  regarding  the  National  Arthritis  Law,  and  the  prevailing 
conditions  which  should  be  under  considerstion  relating  to  its 
implementation.  Because  I was  unable  to  attend  the  Harrisburg  open 
meeting,  I am  taking  this  occasion  to  set  down  my  views  for  your 
consideration. 

I believe  that  in  view  of  the  lack  of  specific  information  as  to  the 
etiology  of  the  rheumatic  diseases,  and  the  multiple  possibilities  which 
must  continue  to  be  under  investigation,  that  it  would  be  in  the  best 
interest  of  progress  to  fund  multiple,  smaller  "centers"  rather  than  a few 
large  centers  such  as  had  been  considered  initially.  As  you  recall,  we 
discussed  ten  centers  in  Chicago  in  April  1974.  Secondly,  I feel  for  the 
same  reason,  that  we  need  a broad-based  approach  to  supplementation  for 
basic  research,  clincal  research,  traineeships  in  rheumatology  and 
demonstration  centers  involving  the  care  of  patients  (as  part  of  a 
training  program) . 

It  is  only  appropriate  that  in-depth  medical  school  and  university 
centers  should  be  heavily  involved  in  basic  research.  Clincal  research, 
however,  is  found  in  these  centers  but  also  in  affiliated  and  non- 
affiliated  smaller  centers  where  regional  referral  occurs.  Training  of  new 
rheumatologists  and  postgraduate  education  associated  with  patient 
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demonstration  centers  most  definitely  should  not  feel  limited  to  medical 
school  facilities  for  three  reasons.  The  first  is  that  quality  personnel 
are  not  found  in  the  universities  and  are  most  definitely  found  in  smaller 
community  f acilities--seeing  there  are  only  approximately  2,000 
rheumatologists  in  the  United  States,  it  seems  imperative  that  we  utilize 
as  many  as  possible  in  the  process  of  uplifting  the  level  of  knowledge  of 
physicians  and  patients  across  the  country.  Secondly,  patient  material  is 
frequently  superior  in  the  community  areas  to  that  found  in  the 
universities.  Although  the  university  may  have  a large  number  of  patients 
with  a single  unusual  disorder,  the  community  hospital  frequently  has  a 
broad  representation  of  patients  with  rheumatic  diseases  which  are 
actually  found  in  the  community,  and  therefore  represent  a much  more 
typical  and  therefore  much  more  useful  population  for  training  and  post- 
graduate education.  Thirdly,  the  community  physicians  in  outlying  areas 
will  not  travel  extended  distances  to  university  centers  to  obtain 
information  which  make  up  only  a portion  of  their  medical  practice. 

Therefore,  I wish  to  seriously  consider  the  great  wealth  of  expertise 
and  clinical  material  laying  fallow  in  the  regional  referral  community 
hospital,  which  should  be  supported  in  order  to  take  advantage  of  their 
considerable  resources.  In  the  interest  of  efficiency  it  would  appear  that 
relatively  smaller  grants  could  achieve  significant  goals  efficiently;  for 
one  example,  this  type  of  institution  generally  does  not  have  overhead 
requirements  on  incoming  grants,  which  in  universities,  as  you  well  know, 
range  anywhere  from  40  to  80  percent. 

Thank  you  for  your  interest  and  for  calling  for  this  type  of 
information.  We  recognize  the  personal  effort  you  have  put  forth,  and  we 
all  hope  that  good  things  will  come  from  it  as  I am  sure  they  will. 

With  best  regards. 


Robert  A.  Gatter,  M.D. 
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October  7,  1975 

Dear  Mr.  Wartofsky: 

I am  writing  in  regard  to  the  hearings  of  the  National  Arthritis 
Commission  which  will  take  place  in  Boston  on  October  15,  1975. 

For  your  consideration,  I am  enclosing  a copy  of  my  curriculum  vitae 
and  a letter  which  was  recently  written  to  Dr.  H.  Richard  Nesson  at  the 
Harvard  School  of  Public  Health.  As  noted  on  the  above  enclosures,  I am  a 
Board  Certified  Rheumatologist,  and  Internist  in  the  private  practice  in 
Rheumatology  on  the  North  Shore  of  Boston,  located  approximately  20 
minutes  from  the  Boston  area. 

At  the  present  time,  I am  either  on  the  admitting  or  consulting  staff 
of  all  the  Hospitals  in  Essex  County,  Massachusetts.  The  above 
geographical  location  comprises  a population  of  750,000  with  33  towns.  In 
my  proposed  tri-state  RMP  Grant,  it  is  Essex  County  which  I studied,  with 
regard  to  the  needs  of  establishing  a community  arthritis  program  for  the 
above  population.  Having  been  in  the  area  and  having  worked  with  the 
above  Hospitals  and  facilities  for  approximately  one  year,  I feel  that  I 
have  a fairly  substantial  idea  of  what  needs  are  and  are  not  being  met 
with  regard  to  the  rheumatic  diseases.  I would,  therefore,  be  interested 
in  testifying  before  your  Commission,  specifically  with  regard  to  the 
Essex  County  area  in  Massachusetts. 

Since  I have  previously  designed  a Health  Care  Program  in  Arthritis, 
and  will  be  actively  involved  in  teaching,  and,  at  the  same  time,  am 'a 
private  practitioner  in  the  field  of  rheumatology,  I feel  that  I am  in  a 
unique  position  to  offer  testimony  of  a substantive  quality. 

I would  be  most  interested  in  speaking  with  you,  if  you  have  any 
questions  regarding  the  above.  I appreciate  the  courtesy  of  your 
considering  my  proposal  to  testify  before  the  National  Arthritis 
Commission. 

Mathew  D.  Heller,  M.  D. 


September  30,  1975 

Dear  Dr.  Engleman: 

The  estimated  prevalence  of  arthritis  in  Rhode  Island  is  237,000 
persons  who  have  some  arthritis,  of  whom  an  estimated  94,000  have  the 
disease  severe  enough  to  require  medical  care.  It  is  also  estimated  that 
an  additional  2,850  Rhode  Islanders  become  arthritics  each  year.  The 
estimated  cost  to  the  economy  of  Rhode  Island  is  over  $40  million  each 
year  because  of  arthritis.  These  diseases  are  a definite  drain  on  Rhode 
Island's  dollars,  human  energy  and  morale,  and  may  have  a causative 
bearing  upon  the  high  unemployment  rate  which  this  State  has  been 
subjected  to. 
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The  Rhode  Island  Arthritis  Foundation  has  been  involved  in  Home-Care 
services  to  homebound  arthritis  patients  since  1952.  We  provided  physical 
therapy,  occupational  therapy,  and  nursing  care  to  the  arthritis  patients 
of  local  referring  physicians.  Up  until  1968,  this  Chapter  was  the  major 
source  of  physical  and  occupational  therapy  for  homebound  patients  because 
the  nursing  agencies  provided  nursing  care  only.  With  the  entrance  of 
Medicare,  and  the  requirement  for  Home-Health  Agencies  to  provide  an 
additional  service,  the  Visiting  Nurses  Associations  included  physical 
therapy  among  their  services.  At  that  point  in  time  this  Chapter  began  a 
gradual  reduction  in  home  care  services  and  we  terminated  our  home-care 
program  this  year.  We  intend  to  use  our  resources  to  improve  the  ability 
of  nursing  agencies,  which  are  geographically  deployed  about  the  State,  to 
handle  some  of  the  problem. 

Our  new  program  will  concentrate  on  Public  and  Professional  Education. 
We  feel  that  this  program  will  fill  definite  needs  in  arthritis,  namely, 
to  educate  the  public  and  the  medical  profession  that  arthritis  is  a 
manageable  disease.  Since  we  also. feel  that  the  patient  has  a major  role 
to  play  in  the  management  of  arthritis,  we  intend  to  organize  so  that  we 
can  provide  him  with  the  education  he  needs  to  play  that  role. 

Most  of  the  "arthritis"  diseases  are  chronic.  This  means  that  once 
the  disease  sets  in,  it  usually  continues  for  years  or  for  life.  It  also 
means  that  one  does  not  "heal  up  as  good  as  new"  but  that  whatever  damage 
takes  place  remains  permanently  and  tends  to  get  worse  unless  properly  and 
continually  managed. 

But,  since  these  diseases  are  not  always  at  an  "acute"  stage,  the 
patient  is  seldom  hospitalized.  Therefore  he  spends  most  of  his  disease- 
time at  home  where  he  is  away  from  direct  medical  services  and 
supervision.  Under  such  circumstances,  "continual  management"  of  the 
disease  now  becomes  a function  of  the  patient  himself.  Without  his 
cooperation  and  participation  in  his  own  care,  "proper"  management  of  his 
disease  can ' soon  become  a questionable  item. 

One  answer  is  to  educate  the  patient  so  that  he  has  the  ability  to 
cooperate  and  participate  with  his  physician.  He  must  be  trained  if  he  is 
expected  to  play  his  role.  He  needs  to  know  exactly  which  rheumatic 
disease  he  has,  what  he  can  expect,  how  he  can  help,  what  things  are 
generally  helpful  and  which  are  not,  what  local  resources  are  available  to 
him  and  how  he  must  go  about  them,  etc.  He  also  needs  to  know  about  the 
various  practices  of  the  quacks  and  charlatans  and  he  needs  to  be 
cautioned  against  the  various  drugs  and  gadgets  they  offer.  Without  such 
knowledge  it  is  doubtful  whether  patients  can  become  sufficiently 
motivated  to  actively  participate  over  the  long  term  which  may  be 
required. 

The  patient's  best  source  of  specific  and  general  information  is  from 
his  personal  physician.  But,  unfortunately,  most  physicians  are  too  over- 
worked or  over-scheduled  to  have  the  time  to  thoroughly  educate  their 
patients. 

As  a consequence,  it  is  not  unusual  for  a patient  to  leave  his 
physician's  office  without  the  depth  of  knowledge  he  needes  to  become  an 
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active  participant  in  his  own  management  program.  It  is  not  uncommon  for 
such  a patient  to  seek  out  information  from  friends  and  neighbors,  and  he 
may  even  fall  victim  to  a fast-talking  quack  without  being  aware  of  the 
dangers  to  which  he  may  be  subjecting  himself. 

There  is  little  doubt  that  large  numbers  of  arthritis  specialists  and 
researchers  must  be  trained  if  we  ever  hope  to  conquer  the  arthritis 
diseases.  But  since  it  is  still  customary  for  people  to  select  "family 
physicians"  to  serve  their  general  health  needs,  up-to-date  diagnostic  and 
management  techniques  must  be  taught  to  the  entire  medical  population. 
Without  such  knowledge,  much  arthritis  may  go  undetected  in  its  early 
stages  when  it  is  best  treated. 

America  has  only  2200  Rheumatologists  (physician  members  of  the 
American  Rheumatism  Association  and  who  are  primarily  concerned  with  the 
treatment  of  the  Rheumatic  Diseases)  and  there  are  over  20  million 
Americans  who  have  arthritis  severe  enough  to  require  medical  care. 

If  these  Rheumatologists  were  ideally  deployed  around  the  country  so 
that  each  could  care  for  his  "share"  of  the  total  patients,  each  physician 
would  have  9,100  arthritis  patients  to  treat. 

With  such  a patient  load,  if  he  worked  a 10-hour  day,  6 days  per  week, 
the  physician  could  give  each  of  his  patients  only  one  1 0 -minute  treatment 
every  6 months . 

Unfortunately,  rheumatologists  and  their  patients  are  not  so  "ideally 
grouped."  Some  regions  have  many  rheumatologists  while  other  regions  have 
very  few. 

Under  the  circumstances  indicated  above,  it  is  obvious  that  many 
arthritis  patients  are  not  being  treated  by  rheumatologists  but  are 
receiving  their  care  from  orthopedists,  general  practitioners  or  others. 
Unless  a broad  program  of  medical  education  is  instituted  to  cover  up-to- 
date  diagnostic  and  management  techniques  for  the  large  number  of 
physicians  who  are  not  rheumatologists,  much  arthritis  may  continue  to  go 
undetected  in  its  early  stages  and  crippling  may  continue  to  be  the 
destiny  for  many  Americans. 

With  a concerted  program  of  Public  and  Professional  Education  in 
Arthritis,  an  educated  public  and  educated  medical  community  can  close 
many  of  the  gaps  in  the  detection  and  management  of  the  arthritis  diseases 
through  their  cooperative  efforts.  As  fast  as  researchers  uncover  new 
methods,  such  "patient- physician-AHP"  teams  can  put  them  into  practice  for 
the  benefit  of  the  patient. 

Orlando  E.  Vitullo 
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October  1,  1975 


Dear  Mr.  Wartofsky: 

I am  Dr.  David  L.  Freeman.  I am  trained  in  internal  medicine  and  am 
in  the  second  year  of  fellowship  in  clinical  rheumatology.  I work  at  the 
Robert  B.  Brigham  Hospital,  provide  patient  care  services,  answer  consults 
from  other  physicians,  and  teach  medical  students.  I have  also  worked  two 
years  with  the  National  Center  for  Disease  Control  as  an  epidemiologist. 

I wish  to  address  myself  to  the  need  for  increased  education  in  the 
rheumatic  disorders  for  physicians.  Studies  have  documented  the  poverty 
of  training  in  this  subject  and  the  complete  absence  of  the 
rheumatologists  on  the  staff  of  a large  number  of  U.S.  schools.  Most 
physicians  in  internship  and  residency  programs  have  no  easy  access  to  a 
qualified  rheumatologist.  Consequently,  few  U.S.  physicians  in  practice 
have  had  explicit  introduction  in  the  recognition,  diagnosis,  and 
management  of  rheumatic  illnesses. 


When  I began  training  as  a rheumatologist,  my  lack  of  prior  training 
astounded  me.  Having  completed  medical  school  and  two  years  training  in 
internal  medicine  I was  unsure  of  the  existence  of  joint  inflammation  in  a 
physical  examination,  unsure  of  the  distinguishing  features  of 
osteoarthritis  and  rheumatoid  arthritis,  ignorant  of  the  basic  rules  in 
diagnosis  and  management  of  gout,  and  above  all  unknowingly  nihilistic 
about  therapy  in  rheumatic  illnesses.  I had  been  well  trained  in  the 
latest  developments  in  heart,  lung,  renal,  endocrine,  gastrointestinal  and 
other  illnesses.  I could  hardly  have  graduated  from  medical  school  had  I 
not  been  skilled  in  examining  the  heart  and  lungs,  but  near  the  end  of  my 
internal  medicine  training,  I was  a novice  at  examining  the 
musculoskeletal  system.  Aside  from  a few  lectures  on  immunology,  I had 
never  had  any  formal  training  in  any  of  these  areas. 

In  our  clinic  at  the  Robert  B.  Brigham  Hospital  as  well  as  in  the 
practices  of  rheumatologists  everywhere,  the  consequences  of  this  lack  of 
exposure  on  the  part  of  most  physicians  are  continually  evident.  So  often 
do  we  see  patients  suffer  from  unremitting  attacks  of  gout  over  years 
because  their  physicians  were  unskilled  at  early  diagnosis  and  ignorant  of 
well-established  regimens  of  therapy.  Gout  is  a disease  for  which 
definitive  treatment  is  available  and  in  which  advanced  stages  of  joint 
destruction  and  uric  acid  deposition  in  skin  and  joints  should  be 
virtually  unheard  of.  Yet,  we  still  see  these  complications  not 
infrequently.  All  too  commonly  we  see  patients  with  rheumatoid  arthritis 
with  deformed  hands  and  feet,  bent  knees,  stiff  shoulders  who  are 
housebound,  bedridden,  dependent  on  others  for  food,  bathing,  dressing  and 
personal  needs.  Many  of  these  had  consulted  physicians  early  in  their 
illness.  They  had  been  told  there  was  little  for  them  other  than  a few 
daily  aspirin  for  pain.  Either  they  were  undertreated  and  not  given  the 
benefit  of  other  anti-inflammatory  medicants  or  overtreated  and 
inappropriately  prescribed  corticosteroids  which  have  numerous 
complications.  Physicians  often  do  not  recognize  early  deformities  of 
joints  and  make  no  attempt  to  prevent  ultimate  crippling. 
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The  majority  of  people  with  arthritis  will  depend  upon  family 
physicians,  internists,  pediatricians  and  orthopedists  for  their  care. 
There  are  too  many  patients  for  the  small  number  of  rheumatologists  now  in 
practice  or  for  those  who  could  conceivably  be  trained.  Therefore,  the 
improvement  of  services  to  these  patients  by  the  non-specialists  must  be  a 
cornerstone  of  any  program  designed  to  improve  their  lot.  Thankfully,  the 
treatment  of  rheumatic  disorders  is  far  simpler  than  cardiology,  pulmonary 
medicine,  endocrinology  and  other  fields  of  internal  medicine.  The  task 
of  improving  the  rheumatologic  skills  of  the  practicing  physician  really 
should  not  be  terribly  formidable. 

Newly  created  arthritis  centers  should  be  expected  to  provide  a 
stimulus  to  upgrade  physician  education  in  medical  schools,  in  internship 
and  residency  training  programs,  and  in  postgraduate  education.  We  need  a 
greater  number  of  rheumatology  teachers.  The  expertise  of  the 
rheumatologist  is  more  than  just  a greater  familiarity  with  rheumatic 
disorders.  He  is  unique  in  that  his  knowledge  spans  medicine,  surgery, 
and  physical  medicine.  Internists  are  virtually  never  exposed  to 
orthopedic  problems  and  are  inexpert  in  the  recognition  of  joint 
deformity.  Orthopedists  receive  little  instruction  in  the  use  of 
medication  which  reduces  inflammation  and  sustains  the  benefit  of  their 
operations.  The  rheumatologist  can  teach  both  how  to  coordinate  and 
integrate  their  separate  modalities  of  care  with  each  other  and  with 
physical  therapists.  Physicians  must  learn  the  optimum  use  of  the  special 
services  available  in  arthritis  centers  so  that  they  can  refer  patients 
who  require  specialized  care,  long  before  the  crippling  process  makes 
their  joints  irreparable.  For  the  practicing  physician,  lectures, 
seminars  and  various  educational  devices  must  be  advertised  and 
disseminated  to  the  community  hospitals. 

We  have  too  few  cures  for  the  rheumatic  disorders,  and  I do  not  wish 
to  deny  the  need  for  investment  in  research.  However,  we  now  know  much  to 
ameliorate  the  illness  and  improve  the  life  of  those  who  suffer  from 
arthritis.  The  pervasive  nihilism  of  the  medical  profession  must  be 
corrected.  Through  the  establishment  of  vital  centers  which  teach  as  well 
as  research  we  could  begin  that  task. 


David  L. Freeman,  M.D. 


October  7,  1975 


Dear  Dr.  Engleman: 

The  climate  created  by  the  National  Arthritis  Act  brings  back  memories 
of  the  heady  days  of  the  early  1950's  when,  under  stimulus  of  the 
discovery  of  the  anti-inflammatory  effects  of  cortisone,  clinics, 
foundations  and  NIAMMD  grants  burgeoned  across  the  land.  Your  memories  of 
that  time  are  surely  at  least  as  vivid  as  mine. 

As  chairman,  I am  sure  you  will  review  with  your  Commission  the 
successes  and  failures,  the  hopes  and  disappointments  of  those  programs 
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and  thus  avoid  some  of  the  pitfalls  and  abuses  that  inevitably  flourish 
when  large  amounts  of  cash  burn  in  bureaucratic  pockets.  As  I see  it  the 
task  of  your  Commission  is  to  peer  into  the  near  and  distant  future  and 
try,  to  decide  how  best  to  spend  this  money  to  first  improve  the  lot  of 
todays  arthritic  and  second  to  benefit  all  future  generations  of  mankind. 

To  take  the  second  goal  first,  to  my  mind  this  is  much  the  more 

important.  Although  over  the  last  quarter  century  we  have  learned  much  of 
the  natural  history  and  the  nature  of  rheumatic  diseases,  we,  in  point  of 
fact,  really  understand  very  few.  As  a result,  advances  in  knowledge  have 
brought  few  benefits  to  the  patient.  Certainly  we  use  drugs  a little 

better  and  much  more  boldly  (though  still  empirically)  than  we  did. 
Certainly  the  orthopedic  surgeons  have  made  remarkable  advances  in  the 
patching  of  damaged  patients.  But  we  have  not  learned  enough  to  even 
think  in  terms  of  prophylaxis  or  arrest  of  most  rheumatic  diseases.  So 
surely  support  of  basic  and  clinical  research  is  the  most  important 
opportunity  under  the  new  arthritis  act.  This  is  apt  to  be  the  least 
popular  activity  with  the  general  public,  of  course,  but  that  should  not 
deter  the  wise  use  of  the  lion's  share  of  funds  for  this  purpose.  The 
trick  here  will  be  (as  in  the  1950 's)  how  best  to  allot  these  funds  and  to 
whom  the  major  grants  should  be  made.  Knotty  problems  indeed. 

The  first  goal,  how  best  to  improve  the  lost  of  today's  arthritics  is 

I easier,  but  again  the  wisest  course  will  not  be  the  most  popular.  In  the 
fifties  we  saw  many  programs  start  and  many  fail.  These  included  the 
training  programs,  many  types  of  clinics,  use  of  physical  therapists  and 
other  nonmedical  personnel  at  community  levels,  mobile  units  and  the  like. 
Vast  sums  were  expected  and  many  jobs  created.  I think  your  Commission 
should  view  that  experience  and  try  and  determine  which  were  the  most 

successful.  To  this  end  I think  that  few  of  us  would  disagree  that 
training  of  sound  clinically-oriented  rheumatologists  from  the  ranks  of 
young  internists  and  orthopedists  is  desparately  needed.  The  shortage  of 

I today  is  the  result  in  large  measure  of  the  academic  researcher  who  headed 
so  many  of  yesterday's  programs  and  strove  mightily  and  with  varying 

success  to  reproduce  his  own  kind.  In  the  new  training  program  I think  a 
survey  of  the  geographic  distribution  of  rheumatologists  should  be  done 
and  the  newly  emerging  specialists  encouraged  (or  even  coerced  through 
financial  incentive) , to  work  where  they  are  most  needed.  Large  cities 
and  major  medical  centers  are  for  the  most  part  well  supplied  with 
rheumatologists  and  clinics  and  should  be  given  low  priority.  The 
problems  here  are  that  patients  often  do  not  know  about  these  facilities 
and  primary  physicians  are  often  slow  in  their  referrals.  Here  the  remedy 
would  seem  to  be  public  and  broad  professional  education  in  cooperation 
with  Foundation  chapters.  The  training  of  physicians'  assistants  and 
other  ancillary  personnel  is  of  secondary,  but  still  considerable 
importance,  and  here  again  the  geographic  distribution  is  vital.  The 
, value  of  consultant  clinics  in  which  rheumatologists,  usually  from 
, teaching  hospitals,  see  a few  patients  in  remote  places  weekly  or  monthly 
is  debatable  and  at  best  a stop-gap  approach.  The  need  of  each  arthritic 
is  obviously  long-range  supervision  as  near  home  as  possible. 

The  introduction  of  a national  data  bank  would  be  wonderful  if  expert 
advice  for  special  problems  becomes  as  accessible  as  any  telephone  call. 


le 
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The  data  fed  to  computers  would,  of  course,  have  to  be  kept  as  up  to  date 
as  possible. 

In  summary,  I feel  that  the  two  major  unmet  needs  in  the  field  of 
arthritis  are:  (1)  Further  research  at  basic  and  clinical  levels;  and 
(2)  more  and  better  trained  rheumatologists  working  in  locations  that 
will  make  these  specialists  available  to  all  afflicted  persons  in  the  U.  S. 
In  starting  the  new  programs  the  pitfalls  of  political,  professional,  and 
journalistic  hyperbole  which  have  so  marred  the  medical  professional 
credibility  in  the  past  need  to  be  avoided  at  all  levels. 

This  emerged  as  a much  longer  letter  than  I intended,  but  as  an 
observer  of  this  scene  since  the  days  of  the  Hench  report  on  cortisone  I 
felt  obligated  to  say  something. 

James  D.C.  Gowens,  M.D. 


October  17,  1975 

Dear  Dr.  Engleman: 

The  Nassau-Suf folk  Regional  Medical  Program  appreciates  your  letter  of 
October  6,  1975  inviting  comments  useful  to  your  deliberations  in  the 
formulation  of  a long-range  Arthritis  Plan. 

In  May,  1974,  N-S  RMP  submitted  a proposal  to  the  Division  of  Regional 
Medical  Programs,  Public  Health  Service,  D.H.E.W.  In  the  development  of 
that  grant  proposal,  N-S  RMP  gained  insights  into  the  delivery  of  care  to 
arthritics  in  our  region,  as  well  as  the  general  status  of  care  available 
nationwide.  Three  specific  factors  are  hereby  brought  to  your  attention. 

First,  there  are  not  enough  clinic  sites  available  to  provide  guality 
care  to  the  population  reguiring  care.  Inordinately,  long  waiting  lists 
and  over-burdened  services  preclude  the  delivery  of  maximally  effective 
care.  Emphasis  on  the  utilization  of  adequately  trained  physicians' 
assistants  and  other  allied  health  personnel  could  expand  services  in 
order  to  cut  down  and  prevent  backlogs. 

Second,  and  related  to  the  above,  is  the  lack  of  physicians  trained 
specifically  in  rheumatology.  Without  enough  doctors  available  to  act  as 
directors  to  allied  health  personnel  in  arthritis  clinics,  the  actual 
number  of  clinics  which  can  exist  is  limited.  In  addition,  those  patients 
whose  treatment  regimen  permits  the  utilization  of  private  medical  care, 
or  who  so  choose  private  care,  are  often  unable  to  obtain  it.  Financial 
support  for  the  training  of  rheumatologists  might  encourage  more 
physicians  to  select  this  as  their  specialty.  In  addition,  an  increased 
emphasis  on  the  rheumatologic  diseases  in  medical  school  curricula  might 
have  a similar  effect. 

Finally,  it  is  imperative  that  some  type  of  effective  mobile-unit 
services  be  developed  and  made  available  which  can  be  staffed  by  allied 
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health  professionals  under  the  general  supervision  of  a physician  for 
specific  use  in  rural  areas.  The  nation's  medical  care  delivery  system  is 
becoming  increasingly  aware  of  the  additional  strains  placed  on  patients 
and  their  families  in  those  instances  where  distance  travelled  to  and  from 
services  needed  regularly  is  great.  In  the  case  of  care  to  arthritis 
patients,  where  services  are  difficult  to  obtain  for  all  patients,  the 
rural  sufferer's  problems  are  compounded.  A delivery  mode  which  brings 
the  care  to  the  patient  is  essential. 

Although  I have  only  touched  upon  some  major  issues,  I suggest  that 
you  might  like  to  contact  DRMP  for  a copy  of  our  entire  arthritis 
application  for  your  review. 

Again,  thank  you  for  this  opportunity  for  input.  I hope  that  I have 
provided  you  with  useful  recommendations.  If  I can  be  of  further 
assistance,  please  contact  me. 

Rajeshwar  Prasad 


October  20,  1975 

Dear  Eph: 

On  thoughtful  consideration  of  our  group's  contribution  to  your 
deliberations,  I should  like  to  enclose  the  following  proposal  and  reprint 
by  Dr.  Irving  Karten  of  our  group. 

I endorse  the  "Arhtritis  Mid-Way  House"  concept  strongly  and  would 
very  much  appreciate  your  incorporating  this  presentation  of  Dr.  Karten 's 
as  the  concensus  of  our  division. 


Gerald  Weissman 


October  13,  1975 

Dear  Dr.  Engleman: 

I am  writing  to  present  our  experiences  with  rehabilitation  of  the 
disabled  patient  with  rheumatoid  arthritis  with  the  hope  that  our 
conclusions  and  recommendations  will  be  helpful  to  your  Community  Programs 
Work  Group. 

More  inpatient  programs  for  arthritics  are  needed  in  the  United 
States.  Early  cases  of  rheumatoid  disease  respond  well  to  treatment  in 
clinics  or  physician's  offices.  But  when  joint  pain  and  deformity  limit 
mobility,  treatment  is  best  carried  out  as  an  inpatient.  Where  to 
hospitalize  the  patient  whose  main  problem  is  acute  or  chronic  arthritis 
is  a question  answered  according  to  the  availability  of  local  resources. 
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For  the  arthritic  who  has  lost  function,  the  acute  care  hospital  is  rarely 
satisfactory.  The  Kinds  of  treatment  the  arthritic  needs  are  not  those  to 
which  the  acute  hospital  is  geared.  Rather,  the  arthritic  needs  emphasis 
on  the  often  herculean  task  of  taking  care  of  elementary  physical  needs — 
getting  out  of  bed,  getting  washed  and  dressed,  walking,  and  so  on.  Hard- 
pressed  personnel  in  an  acute  hospital  tend  to  prefer  doing  these  chores 
for  the  patient  because  it  saves  time,  rather  than  helping  him  help 
himself.  Indeed,  one  of  the  situations  leading  to  deterioration  in  the 
arthritic  is  admission  to  an  acute  hospital  for  some  other  ailment;  he  is 
kept  in  bed  and  rehabilitative  needs  are  largely  ignored.  The  pain  of  the 
arthritic  cannot  and  should  not  compete  with  the  distress  of  a patient 
with  an  acute  illness.  No  good  purpose  is  served  by  putting  an  arthritic 
whose  disease  is  of  many  years  standing  into  the  same  room  with  someone 
who  is  recovering  from  pneumonia,  a heart  attack,  or  surgery. 

There  are  also  administrative  reasons  why  the  acute  hospital  is 
unsuitable.  For  one,  its  costs  are  too  high;  its  standby  laboratory, 
surgical  and  other  acute  services  are  simply  irrelevant  to  a 
rehabilitative  program  for  arthritis.  For  another,  oriented  by  definition 
to  medical  and  surgical  conditions  occasioning  quicker  turnover,  the  acute 
facility  can  ill  spare  contended  beds  for  prolonged  treatment. 

More  appropriate  sites  for  arthritis  rehabilitation  programs  would 
appear  to  be  the  chronic  disease  hospitals,  nursing  homes,  and 
rehabilitation  centers.  In  extremely  few  of  these,  however,  have  special, 
concentrated  arthritis  programs  developed.  Nursing  homes  and  chronic 
disease  hospitals  are  oriented  toward  custodial  care  rather  than 
rehabilitation  and  discharge,  and  the  ambience  so  generated  severely 
handicaps  a program  that  aims  to  return  disabled  arthritics  to  the 
community.  As  for  rehabilitation  centers,  while  many  have  developed 
interest  in  arthritics,  they  generally  have  not  segregated  such  patients 
but  have  included  them  in  their  general  population.  The  treatment  program 
tends  to  be  fragmented  and  departmentalized;  patients  are  "sent  down"  for 
an  hour  of  occupational  therapy,  then  physical  therapy  and  so  on.  A more 
optimal  arrangement  found  by  British,  Canadian,  and  Scandinavian  arthritis 
units  is  to  treat  arthritis  "individually  in  groups."  Segregating 
arthritics  has  permitted  an  approach  that  utilizes  the  ward  itself  as  the 
major  site  for  individual  and  group  physical  therapy  and  for  integrating 
this  therapy  into  the  life  and  activity  of  the  ward.  By  bringing 
therapists  and  equipment  to  the  patients  rather  than  the  reverse,  a 
greater  continuity,  intensity,  and  constancy  of  therapy  is  achieved. 
Further,  such  a service  offers  a means  of  making  the  cost  more  appropriate 
to  the  level  of  care  actually  delivered.  What  is  needed  is  not  separate 
"arthritis  hospitals"  but  rather,  special  programs  in  existing  facilities 
developed  around  the  arthritics*  special  needs.  The  intermediate  care 
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(1)  The  tentative  nature  of  treatment  methods  for  arthritis  demands 
that  prospective  data  be  collected  so  that  results  of  various 
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treatments  can  be  compared  in  a meaningful  way.  Funds  should  be 
made  available  so  that  the  arthritis  center  approach  can  be 
compared  to  conventional  methods. 

(2)  Methods  research  is  needed  to  discover  means  by  which  patients 
who  would  benefit  from  such  a program  can  be  identified. 

(3)  The  planned  arthritis  centers  should  provide  training  at  all 
levels  in  the  skills  required  for  such  a program. 

(4)  Provision  should  be  made  for  meeting  the  many  needs  of  the 
disabled  arthritic  that  are  often  greater  than  those  of  the 
disease  itself.  These  areas  include  aging,  intercurrent  illness 
and  complications,  family  isolation,  and  economic  catastrophe. 

Irving  Karten,  M.D. 


Dear  Dr.  Engleman: 

Inasmuch  as  I was  speaking  in  Europe  in  London,  Paris,  and  Vienna  at 
the  times  oral  testimony  was  given  before  the  National  Arthritis 
Commission  hearings  in  Eastern  U.S.A. , it  was  impossible  to  appear  and  I 
would  like  to  submit  written  testimony  as  follows: 

(1)  Among  the  provisions  of  the  National  Arthritis  Act  it  is  most 

important  to  establish  more  training  grants  for  Fellowships  in 
Rheumatology.  In  the  Western  New  York  and  Northwestern 

Pennsylvania  Area  there  are  approximately  2,000,000  people,  and 
there  should  be  funds  available  for  two  or  three  Fellowships  in 
Rheumatologyc  because  at  least  25  percent  of  this  population  have 
some  manifestations  of  arthritis.  Of  this  number,  it  is 
estimated  at  least  150,000  require  expert  medical  advice  to  treat 
the  underlying  arthritis. 

At  the  present  there  are  only  eight  (8)  Rheumatologists  and 
another  seven  (7)  Physicians  who  are  full-time  faculty  members  of 
the  Medical  School  of  the  State  of  New  York  at  Buffalo  who  have 
had  training  in  Rheumatology  and  will  see  some  of  these  patients. 

(2)  Several  satellite  arthritis  clinics  should  be  established  in 
outlying  communities  for  those  patients  unable  to  travel  to  the 
Arthritis  Centers  in  Buffalo. 

The  satellite  clinics  would  be  visited  montly.  The  personnel 
would  be  headed  by  a Rheumatologist  who  would  bring  with  him  the 
necessary  team  to  provide  complete  medical  and  ancillary  care  in 
the  visit  by  the  patient  to  the  Clinic.  Thus,  a complete, 
individual  program  of  management  could  be  developed. 

(3)  It  is  necessary  to  have  funds  to  operate  these  satellite  clinics. 
Any  such  money  could  be  readily  handled  by  the  "Regional  Medical 
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Program"  headed  by  Dr.  John  Ingalls  at  2929  Main  St.,  Buffalo, 
N.Y.  14214.  They  have  had  great  experience  in  this  field,  and  I 
am  sure  funds  would  be  handled  properly. 

Would  conclude  by  writing  that  my  practice  has  been  restricted  to 
"Diagnosis  and  Treatment  of  Rheumatological  Patients"  since  1932. 

As  a member  of  the  Faculty  of  the  Medical  School  of  the  State  of  New 
York  at  Buffalo,  I have  been  a Professor  since  1939. 

L.  Maxwell  Lockie,  M.D. 


October  28,  1975 


Dear  Dr.  Engleman: 

Thank  you  for  your  invitation  to  present  testimony  to  the  Commission. 
I regret  that  I will  not  be  able  to  attend  one  of  the  regularly  scheduled 
hearings.  I would  like  to  limit  my  comments  to  one  of  the  areas  which  has 
been  of  inu_rest  to  the  Commission,  namely,  demonstration  programs  of 
patient  care  at  the  community  level,  as  illustrated  by  our  own  experience 
in  central  New  York. 

It  is  well  recognized  that  patients  with  arthritis  must  receive  most 
of  their  care  from  primary  physicians.  Even  if  the  number  of  clinical 
rheumatologists  were  doubled  or  tripled,  many  communities  of  substantial 
size  would  not  have  a rheumatologist  as  a practicing  member  of  the  medical 
group.  In  many  regions,  rheumatologists  are  located  only  in  the  teaching 
hospitals  and  central  referral  facilities.  It  is  important  that  their 
skills  are  used  in  a manner  which  will  be  of  maximum  benefit  to  patients 
with  arthritis  and  to  practicing  physicians  throughout  the  entire  area. 
The  central  New  York  Region  is  probably  guite  typical  of  most  parts  of  the 
nation  in  this  respect.  This  area  includes  17  counties  of  central  New 
York  and  northern  Pennsylvania  with  a population  of  approximately  1.5 
million.  About  one-third  of  this  population  is  located  in  metropolitan 
Syracuse  (Onondaga  County) . Within  the  area  there  were  also  two 
metropolitan  areas,  Binghamton  and  Utica  with  populations  of  over  100,000. 
The  only  two  rheumatologists  in  this  area  were  located  at  Upstate  Medical 
Center  in  Syracuse,  the  central  referral  facility  for  the  entire  region. 
One  of  these  rheumatologists  was  primarily  engaged  in  laboratory  research. 
With  this  distribution  of  rheumatologists,  it  was  guite  obvious  that 
continuing  care  of  patients  must  be  largely  the  responsibility  of  primary 
physicians,  supported  by  a rheumatologist  on  a consultation  basis. 
Recognizing  the  fact  that  patients  with  arthritis  do  not  travel  well,  the 
Central  New  York  Chapter  of  the  Arthritis  Foundation  established  its  first 
regional  consultation  clinic  six  years  ago  in  Utica,  a community  located 
about  an  hour  from  Syracuse  by  automobile.  This  clinic  provided  a model 
for  future  services  and  has  been  well  supported  by  the  practicing 
physicians,  with  financial  support  from  the  United  Way  of  Utica.  The 
community  hospital  at  which  the  monthly  clinic  is  held  provides  the  space 
and  nursing  support  for  a small  fee  ($6.00)  which  is  billed  directly  to 
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the  patient.  The  consultant  is  paid  by  the  local  chapter  of  the  Arthritis 
Foundation  with  funds  donated  through  the  United  Way.  At  this  clinic  each 
new  patient  has  a complete  evaluation  by  a rheumatologist.  Some  x-rays 
and  a standard  panel  of  laboratory  studies  are  obtained  before  the  initial 
visit.  In  most  instances  the  consultant  is  able  to  arrive  at  a diagnosis 
and  recommend  a program  of  treatment,  which  is  conveyed  in  a report  to  the 
referring  physician  in  a letter  dictated  on  the  day  of  the  patient's 
visit.  The  consultant  does  not  prescribe  treatment,  but  certain  types  of 
instruction  which  might  fall  into  the  category  of  patient  education  are 
offered.  The  local  hospital  facilities,  including  occupational  therapy, 
physical  therapy,  and  social  services  are  utilized,  and  the  allied  health 
professionals  involved  may  attend  the  clinic  and  communicate  directly  with 
the  consultant.  About  one-fourth  of  the  patients  are  seen  again  in  the 
future,  upon  a second  referral  by  their  primary  physician.  This  generally 
takes  place  when  important  therapeutic  decisions  must  be  made.  In  this 
particular  clinic,  referring  physicians  do  not  attend  largely  because  of 
the  time  requirements  of  their  own  practice,  although  they  have  been 
invited  to  do  so.  The  clinic  evaluated  about  12  patients  each  month,  with 
a usual  waiting  period  of  one  to  two  months.  This  type  of  program  has 
been  popular  with  both  the  patient  and  referring  physician,  since  travel 
to  an  unfamiliar  city  is  not  necessary  and  since  the  patients  never  lose 
contact  nor  receive  actual  treatment  from  any  physician  other  than  their 
own. 


With  the  availability  of  funds  from  the  Regional  Medical  Program  in 
September,  1974,  it  was  possible  to  expand  this  type  of  service  to  other 
communities  in  the  central  New  York  area.  A clinic  similar  to  the  Utica 
model  was  established  in  Watertown,  80  miles  north  of  Syracuse.  This 
community  serves  as  a secondary  referral  area  for  small  communities  in  the 
St.  Lawrence  Valley  and  western  Adirondack  regions.  Patients  from  these 
regions  would  often  have  to  travel  three  hours  for  a consultation  in 
Syracuse.  A complete  work-up  was  frequently  not  possible  on  a single  out- 
patient visit,  resulting  in  hospitalizations  for  reasons  of  convenience 
rather  than  medical  need.  This  particular  clinic  has  now  been  in 
operation  of  six  months.  It  has  also  undertaken  formal  instruction  to 
allied  health  professionals.  At  the  end  of  the  grant  period,  the  clinic 
will  be  continued,  supported  by  the  community  hospital  in  part,  and  by 
collection  of  fees  from  patients  and  third  parties. 

A similar  monthly  clinic  is  about  to  start  in  Oswego,  a community  of 
40,000  located  northwest  of  Syracuse,  approximately  50  minutes  by 
automobile. 

In  the  areas  to  the  south  of  Syracuse  we  found  that  the  desires  of  the 
practicing  medical  community  differed  from  those  to  the  north.  These 
physicians  wished  to  have  a consultation  session  combined  with  formal, 
case-oriented  teaching.  Such  a program  had  been  established  several 
months  before  the  initiation  of  support  from  the  Regional  Medical  Program. 
A meeting  was  held  each  month,  alternately  in  two  hospitals  in  Binghamton, 
one  of  which  was  a Family  Practice  residency  program.  The  session  was 
held  in  an  auditorium  or  conference  room,  well-attended  by  practicing 
physicians  and  allied  health  professionals.  The  patients  were  presented 
by  their  personal  physicians  and  then  questioned  and  examined  briefly  by 
the  consultant.  The  ensuing  discussion  has  included  practical  points  of 
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diagnosis  and  treatment  in  the  particular  case  presented  and  also  a 
discussion  of  the  issues  in  more  general  terms.  Because  of  this  format 
fewer  patients  could  be  seen,  but  a much  wider  medical  audience  could  be 
reached.  We  have  felt  that  the  medical  community  might  benefit  more  from 
this  type  of  session,  although  the  individual  patient  might  not  receive 
the  same  detailed  type  of  attention.  The  interest  of  arthritis  in  the 
community  was  stimulated  to  the  point  that  four  practicing  physicians, 
including  an  internist,  orthopedic  surgeon,  psychiatrist,  and  hand  surgeon 
combined  their  efforts  to  initiate  a weekly  arthritis  clinic  utilizing  a 
multidisciplinary  approach,  with  the  opportunity  for  consultation  with  the 
visiting  rheumatologist  in  certain  selected  cases. 

Another  clinic-teaching  session  was  established  in  Ithaca,  a community 
of  30,000  located  one  hour  southwest  of  Syracuse.  One  of  the  physicians 
in  this  community  also  elected  to  attend  the  arthritis  clinics  and  other 
functions  at  Upstate  Medical  Center  for  a period  of  four  months  on  a 
regular  basis,  in  order  to  increase  his  experience  in  rheumatology.  A 
similar  operation  is  also  scheduled  to  start  soon  in  Norwich,  a community 
one  hour  southeast  of  Syracuse. 

We  believe  that  the  best  evidence  for  the  value  of  these  programs  is 
to  be  found  in  the  desire  of  the  practicing  physicians  in  the  communities 
to  support  them  after  the  discontinuation  of  the  Regional  Medical  Program 
Grant.  This  may  take  the  form  of  a direct  stipend  from  the  hospital  in 
the  case  of  the  teaching  clinics,  or. in  the  willingness  of  hospitals  to 
bill  patients  and  third  parties  on  behalf  of  the  consultants.  Further 
evidence  is  to  be  found  in  the  willingness  of  the  community  hospitals  to 
offer  space,  nursing  services,  and  to  make  available  those  allied  health 
professionals  who  are  interested  in  augmenting  their  knowledge  in  the 
rheumatic  diseases. 

This  type  of  operation  must  be  viewed  as  an  initial  step,  for  it 
certainly  does  not  provide  complete  or  continuing  care  at  the  highest 
level.  However,  it  can  be  carried  out  with  minimal  Government  support  and 
provides  a portal  of  entry  into  the  type  of  service  which  might  be  offered 
in  university  hospitals  for  patients  and  physicians  at  the  local  level. 
It  also  includes  options  to  take  into  account  local  desires  and 
differences,  these  decisions  being  made  within  the  community.  In 
approaching  physicians  from  a particular  area,  we  have  presented  the 
options  of  a teaching  session  or  a consultation  clinic  to  the  hospital 
staff  or  county  medical  society.  This  group  has  made  the  decision  as  to 
which  option  would  be  most  suitable.  In  one  instance  the  local  physicians 
elected  not  to  have  a clinic  at  all,  but  in  every  other  case  there  has 
been  enthusiastic  acceptance  and  cooperation. 

Although  such  operations  can  be  established  without  Government 
support,  a small  expenditure  of  funds  is  most  desirable  at  the  outset, 
both  to  stimulate  and  compensate  the  consultant  and  to  provide  an 
opportunity  for  the  practicing  physicians  to  observe  the  program  in  actual 
operation  and  make  their  own  decision  about  continuing  support.  This 
support  can  be  in  the  form  of  direct  stipends  from  hospitals,  fee-for- 
service  arrangements,  or  funding  from  a local  agency  or  institution  such 
as  the  United  Way.  The  Arthritis  Foundation  could  also  support  these 
operations  directly,  but  in  the  case  of  many  chapters,  including  the 
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Central  New  York  Chapter,  the  funding  is  just  not  available.  In  summary  I 
am  proposing  that  small  grants  be  made  available  to  start  and  support 
satellite  clinic  operations  for  a limited  period  of  time,  perhaps  two 
years,  with  very  few  restraints  upon  the  format  or  mode  of  operation,  in 
order  to  allow  for  a maximum  of  local  decision-making.  The  benefits  from 
such  an  effort  should  be  great  in  terms  of  improved  physician  education, 
services  to  patients,  referral  of  appropriate  patients  to  the  medical 
center,  enhanced  communication  between  physicians  in  outlying  communities 
and  those  in  the  medical  center,  and  establishment  of  a base  for  building 
in  other  systems  such  as  data  collection,  education  of  allied  health 
professionals,  and  epidemiologic  studies. 

I hope  that  these  comments  will  be  of  some  value  to  the  Commission.  I 
would  like  to  thank  you  again  for  giving  me  the  opportunity  to  present 
these  thoughts  and  wish  you  every  success  in  your  most  excellent 
endeavors. 

Robert. S.  Pinals,  M.D. 


February  27,  1976 


Dear  Dr.  Engleman: 

I am  pleased  to  submit  a statement  on  behalf  of  the  Howard  University 
College  of  Medicine  to  the  National  Commission  on  Arthritis  and  Related 
Musculoskeletal  Diseases.  This  statement  will  present  recommendations  on 
how  a national  program  to  combat  arthritis  and  related  diseases  should  be 
designed  to  ensure  that  this  program  will  have  a significant  impact  upon 
arthritis  patients  living  in  black  communities. 

I hope  that  these  recommendations  will  be  given  favorable 
consideration  by  the  Commission  and  will  be  included  in  the  National 
Arthritis  Plan. 

On  behalf  of  the  Howard  University  College  of  Medicine,  I am  indeed 
pleased  to  submit  this  statement  which  will  relate  our  ideas  on  what 
should  be  included  in  a National  Arthritis  Plan  such  that  his  plan  will 
have  a significant  impact  on  people  in  black  communities  who  suffer  from 
arthritis  and  related  diseases. 

It  is  not  my  purpose  to  restate  the  statistics  which  support  the  fact 
that  arthritis,  and  related  diseases,  are  major  debilitating  conditions 
within  black  communities.  This  evidence  has  been  documented  and  cannot  be 
denied.  Rather,  it  is  my  purpose  to  present  our  position  regarding 
programs  for  improving  the  delivery  of  health  care  to  arthritics  living  in 
black  communities. 

We  believe  that  one  of  the  most  significant  barriers  to  treatment  for 
blacks  suffering  from  arthritis  and  related  illnesses  is  lack  of 
knowledge.  This  lack  of  knowledge  is  shared  both  by  the  patient  and  the 
physician.  For  the  patient,  educational  efforts  should  probably  be 
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diverted  throuqh  media  that  already  have  his  attention.  Radio  and 
television  could  be  utilized  to  present  informational  programs  and 
announcements.  The  telephone  has  also  been  used,  by  some  agencies,  to 
present  a brief  educational  message  when  a certain  number  is  dialed. 
Another  effective  means  would  be  an  informational  pamphlet,  written 
clearly  in  lay  terms,  explaining  what  arthritis  is,  what  can  be  done,  and 
where  one  goes  to  obtain  treatment. 

The  second  line  of  attack  must,  of  course,  be  directed  to  the 
practicing  physician.  It  is  necessary  to  update  his  information  and 
skills  to  the  level  of  today's  practice  of  the  art.  This  can  be 
accomplished  through  videotape  and  sound/slide  programs  prepared  for 
individual  or  group  study.  Then,  there  are  the  more  formal  instructional 
courses  that  can  be  developed  on  a regional  basis.  These  could  be 
repeated  yearly.  Organized  consultative  services,  provided  by 
rheumatologists,  should  also  be  expanded. 

All  of  these  activities  should  be  part  of  the  program  of  a "Center."  A 
program  of  a "Center"  designed  to  serve  the  black  community  should  also  be 
multidisciplinary  in  approach,  as  many  of  these  patients  will  have  other 
medical  problems,  some  of  which  have  been  neglected  to  the  same  or  to  a 
greater  degree  than  the  arthritis.  For  example,  obese  individuals  with 
arthritic  hips  and  knees  are  often  trapped  in  their  obese  states  by 
dietary  limitations  and  habits.  For  some  of  these,  reducing  to  proper 
weight  would  greatly  alleviate  symptoms  by  decreasing  wear  and  tear  on 
arthritic  joints.  Any  treatment  for  arthritis  must  necessarily  be  done 
with  full  consideration  of  the  implications  of  these  other  diseases,  which 
are  serious,  and  also  chronic. 

Adequate  social  service  coverage  will  be  a vital  function  of  such  a 
"Center."  Sometimes  the  social  and  economic  dif f iculities  constitute  a 
greater  problem  for  the  patient  and  can  prevent  his  receiving  treatment 
when  it  is  available. 

We  are  against  establishment  of  "Centers"  which  would  serve  only  to 
conduct  or  sponsor  research.  We  believe  that  patient  care,  mainly  for  the 
extreme  and  difficult  cases,  should  also  be  provided.  These  facilities 
should  be  staffed  in  a comprehensive  fashion  so  that  all  aspects  of  care 
could  be  provided  at  one  site.  This  obviously  will  require  the  training 
not  only  of  many  more  rheumatologists,  but  also  of  associated  allied 
health  personnel.  "Centers"  should  also  provide  outreach  programs  to  the 
homebound  arthritics  within  a reasonable  geographic  area  of  these 
facilities.  An  alternative  to  the  latter  approach  would  be  the  provision 
of  a suitable  transportation  system,  because  homebound  arthritics,  too 
often,  remain  confined  in  their  homes  and  receive  no  ongoing  care  or 
supervision. 

One  problem  which  we  consider  to  be  especially  significant,  concerns 
the  acquisition  of  aspirin  by  Medicaid  patients.  This  medication  is  the 
essential  drug  therapy  in  this  disease.  Medicaid  patients  are  often 
unable  to  obtain  this  medication  on  their  own.  They  must,  therefore, 
return  to  the  medical  facility  for  a new  prescription  and  the  Medicaid 
program  is  usually  billed  for  another  costly  physician  visit.  In  other 
instances,  these  patients  are  unable  to  return  to  the  medical  facility  for 
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new  prescriptions,  primarily  because  of  a lack  of  transportation,  and 
their  disease  flares.  Often  hospitalization  is  then  required,  which 
escalates  the  cost  of  care  for  these  patients.  In  short,  aspirin  (and 
probably  also  antacids)  should  be  a refillable  medication  through 
Medicaid. 

An  overall  problem  for  arthritics  is  the  lack  of  personnel 
specifically  trained  in  their  care.  Additional  funding  of  training 
programs  is  sorely  needed.  Further,  the  attitudes  of  many  physicians 
towards  arthritic  patients  must  be  changed.  Too  often  they  believe  that 
nothing  can  be  done  for  these  people,  and  even  if  such  is  not  verbalized 
to  the  patient,  by  action (or  inaction)  on  the  physician's  part,  the 
patient,  soon  gets  this  feeling.  Hopefully,  by  increasing  the  exposure  of 
physicians  to  the  care  of  arthritics  in  medical  school,  during 
postgraduate  training,  and  in  outreach  seminars  from  "Centers,"  such 
attitudes  can  be  dispelled. 

Thank  you  for  the  opportunity  to  express  the  position  of  the  Howard 
University  College  of  Medicine  regarding  the  delivery  of  health  care  to 
arthritics  in  the  black  community.  I hope  that  the  proposals  presented 
are  incorporated  into  the  National  Arthritis  Plan. 
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October  29,  1975 

Dear  Dr.  Engleman: 

I refrained  from  making  any  statement  regarding  the  malpractice 
climate  and  the  care  of  the  arthritic  patient.  Certainly,  I do  not  need 
to  bring  to  your  attention  the  effect  of  the  large  number  of  suits  and  the 
enormous  claims  that  have  been  paid  for  simple  poor  result  of  surgery.  I 
do  believe  a statement  should  be  submitted  to  the  Commission  stating  that 
the  present  state  of  malpractice  and  the  intrusion  of  the  legal  profession 
in  the  care  of  arthritic  patients  will  profoundly  affect  the  rate  of 
progress  in  surgical  treatment  of  the  rheumatoid  arthritic. 

I would  venture  to  say  that  there  are  very  few  young  orthopedic 

surgeons  that  would  have  the  inclination  and  courage  to  pursue  the 

surgical  research  that  John  Charnley  did  for  the  total  hip.  I feel  that 

unless  something  is  done  to  clear  the  air  in  this  area  that  progress  in 

surgical  research  will  be  greatly  affected  in  this  country. 

This  statement  certainly  can  be  used  for  your  Commission,  although  I 
suspect  that  you  have  had  others  that  pertain  to  this  problem. 

John  D.  Leidholt,  M.D. 


October  29,  1975 


Dear  Dr.  Engleman: 

This  is  in  response  to  the  Commission's  letter  of  October  6th  inviting 
Intermountain  Regional  Medical  Program's  viewpoints  regarding  the 
development  of  the  long-range  Arthritis  Plan. 

The  Intermountain  Regional  Medical  Program  serving  the  states  of  Utah 
and  portions  of  Colorado,  Nevada,  Idaho,  Montana,  and  Wyoming  for  almost 
nine  years  now  has  had  a strong  interest  in  the  success  of  the  medical 
care  systems  of  our  country.  The  advances  achieved  by  medical  research 
must  be  available  to  all  of  the  people  throughout  the  land.  IRMP  with  its 
capacity  and  purpose  to  disseminate  clinical  information  and  procedures  to 
non-metropolitan  practitioners  has  gained  considerable  experience  in 
approaches  as  to  effective  ways  of  delivering  essential  information  and 
procedures  to  medical  communities  in  the  rural  areas.  Over  a year  ago 
when  we  assisted  the  Arthritis  Foundations  of  Utah,  Idaho,  and  Nevada  in 
setting  up  a tri-state  pilot  arthritis  program,  we  were  guided  a great 
deal  by  the  results  of  these  past  experiences  and  concentrated  our  efforts 
on  the  establishment  of  an  outreach  program.  While  other  respondents  from 
Utah  will  address  themselves  to  the  specifics  of  the  approaches  made  to 
reach  rural  physicians  and  allied  health  personnel,  I wish  to  emphasize 
and  share  with  you  reasons  why  we  believe  that  the  long  range  arthritis 
program  must  recognize  the  obstacles  of  reaching  rural  practitioners  and 
their  patients  and  devise  systems  and  procedures  which  overcome  these 
obstacles. 
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There  are  perhaps  many  explanations  as  to  perhaps  why  larger 
percentages  of  available  physicians  or  practitioners  do  not  take  advantage 
of  a central  city  workshop  and  educational  program  conducted  thereat.  One 
should  visualize  our  rural  facilities  primarily  as  small  hospitals,  15-20 
beds  staffed  by  3-5  local  practitioners.  There  are  some  that  are  even 
staffed  with  a lesser  number  of  physicians.  They  have  offices  in  the 
local  community  and  a rushing,  demanding  private  practice  also. 
Opportunities  to  absent  themselves  from  a full  schedule  are  infrequent. 
In  the  case  of  arthritic  patients,  allegations  are  that  general 
practitioners  are  not  really  looking  for  additional  patient  workload, 
particularly  in  an  area  in  which  the  literature  indicates  a great  amount 
of  physician  apathy  and  resignation  about  arthritis  therapy  capabilities. 

Analysis  of  physician  attendance  at  programs  reveals  that  50  percent 
of  the  attendees  at  central  city  and  medical  campus  meetings  are  accounted 
for  by  only  7-9  percent  of  the  total  physicians  available.  This  indicates 
that  a small  minority  of  physicians  enjoy  the  post  graduate  courses  and 
attend  a good  number  of  those  often.  To  reach  the  rural  practitioner  who 
cannot  afford  absenteeism  from  his  patient  loads,  alternatives  must  be 
considered.  By  the  process  of  elimination,  analysis  leads  but  to  two 
practical  options.  One  is  by  visual  educational  programs  mailed  from  a 
central  source  combined  with  printed  literature,  etc.  The  other  is  by  an 
outreach  program  in  which  a program  is  taken  to  the  local  area  and 
involves  the  local  physician  and  his  patients.  There  are  problems,  too, 
with  this  type  of  approach.  However,  successes  can  be  achieved  in  use  of 
this  mechanism,  but  these  successes  are  not  produced  overnight.  There  is 
a need  not  only  to  involve  the  general  practitioner  but  also  to  involve 
the  allied  health  personnel  as  well.  The  Intermountain  Arthritis  Program 
has  explored  a mechanism  of  contacting  a local  physician  and  involving  him 
and  his  patients  in  clinical  consultation  and  examination  of  the  local 
patients.  Patient  education  is  a feature  of  this  type  of  program  also. 
There  are  opponents  to  this  procedure  who  quite  correctly  indicate  that 
general  practitioners  do  not  want  more  patients,  particularly  arthritics. 
These  types  of  objections  and  the  others  too  are  challenges  which  must  be 
overcome  and  which  can  be  overcome  provided  a long-range  plan  with 
financial  support  for  outreach  programs  is  made  available.  The  IRMP 
Arthritis  Pilot  Outreach  Program  serves  as  an  example  as  to  how  outreach 
efforts  can  be  organized  and  health  care  for  rural  arthritics  made 
available.  Coverage  for  these  rural  patients  will  more  than  likely  be 
obtained  only  through  an  extended  outreach  type  of  program. 
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In  the  FY  1977-81  "Forward  Plan  for  Health,"  dated  June  1975,  special 
concerns  highlighted  include,  "methods  for  improved  health  education." 
Furthermore,  fostering  coordination  and  cooperation  between  government  and 
the  private  sector  is  cited  as  of  critical  importance.  Our  recommendation 
below  will  assist  in  attacking  these  problems  as  identified  in  the  Public 
Health  Services'  "Forward  Plan  for  Health." 

Our  recommendation  to  the  Arthritis  Commission  is  that  the  long-range 
plan  include  financial  support  where  visiting  teams  of  a rheumatologist, 
physical  therapist,  nurse,  and  social  worker  can  reach  into  the  rural 
areas  and  build  the  necessary  harmonious  relationships  which  can  result  in 
better  care  for  the  arthritic  through  his  local  physician. 

Sam  A.  Roberts 


October  16,  1975 


Dear  Dr.  Engleman: 

I have  received  Dr.  Rodnan's  letter  to  ARA  members  soliciting  views 
regarding  implementation  of  the  National  Arthritis  Act.  I welcome  this 
opportunity  to  make  comments  pertaining  to  the  development  of  the  National 
Arthritis  Plan  and  do  so  with  the  perspective  of  a private  rheumatologist 
practicing  . in  primarily  rural  central  Washington  State  serving  a 

population  area  of  approximately  250,000  people  who  had  no  specialized 
rheumatology  care  locally  until  I arrived  14  months  ago.  I would  like  to 
address  myself  to  the  four  areas  mentioned  in  Dr.  Rodnan's  letter. 

Needs  in  Professional  Education. 

Many  practicing  physicians  lack  a basic  understanding  of  rheumatology 
and  the  breadth  of  this  field.  They  cannot  adequately  treat  their 
patients  for  minor  rheumatologic  problems,  nor  do  they  know  when  to 
consult  a rheumatologist.  As  I see  it,  the  underlying  reason  for  this  is 
likely  poor  medical  school  and  postgraduate  teaching  and  disinterest  of  I 
students  and  physicians  in  clinical  rheumatology  because  of  the 

misconception  that  rheumatologic  disease  means  "arthritis"  which  is 
chronic,  essentially  untreatable,  and  not  life  threatening.  Educational 
efforts  to  broaden  this  narrow  concept  of  rheumatic  disease  would  clearly 
be  beneficial. 

Role  of  Proposed  Arthritis  Centers. 

Arthritis  centers  should  offer  a means  for  education  and  quality  I i# 
control  in  the  performing  of  rheumatology  laboratory  tests  done  in  ; 
outlying  areas.  They  should  also  serve  as  referral  laboratories 
performing  rarely-ordered  rheumatologic  studies  with  a rapid  turnaround 
time.  Training  in  rheumatologic  radiology  should  be  made  available  to  > 
radiologists  in  outlying  areas.  I am  sure  that  poor  laboratory  and  i 
radiologic  facilities  are  frustrating  to  a significant  number  of 
practicing  rheumatologists. 


4-446 


AMERICAN  RHEUMATISM  ASSOCIATION 


Denver,  Colorado 


Another  frustration  is  the  paucity  of  careful,  well-designed  studies 
evaluating  orthopedic  surgery  for  rheumatic  diseases.  Such  studies  would 
best  be  done  in  the  arthritis  centers  with  the  rheumatologists  and 
orthopedists  working  closely  together. 

Potential  Use  of  National  Data  Bank. 

One  would  hope  that  such  a data  bank  could  be  useful  for  consultative, 
as  well  as  research  purposes.  It  would  be  desirable  if  the  pertinent  data 
regarding  puzzling  diagnostic  problems  could  be  fed  into  the  data  bank 
with  a differential  diagnosis  given  in  return.  Perhaps  the  data  bank 
could  also  tabulate  the  results  of  using  various  therapeutic  modalities  in 
treating  specific  rheumatologic  problems  so  that  the  physician  in  the 
outlying  area  could  conveniently  have  this  information  available  for 
making  a therapeutic  decision.  Physicians  in  outlying  areas  could 
cooperate  with  research  studies  supplying  data  regarding  ongoing  studies 
and  perhaps  interesting  case  reports. 

Most  Urgent  Unmet  Needs  in  the  Treatment  of  Arthritis. 

An  increase  in  the  availability  of  the  services  of  physical  and 
occupational  therapists  would  be  extremely  helpful  in  providing 
comprehensive  rheumatologic  care.  (There  are  no  occupational  therapists 
in  central  Washington.)  Too  often  physical  therapy  and  occupational 
therapy  are  omitted  in  the  care  of  the  arthritis  patient.  Ideally 
occupational  therapy  evaluation  should  be  done  in  the  place  of  business 
and/or  home  instead  of  the  therapist's  office. 

Public  education  regarding  rheumatology  and  rheumatologic  care  is 
extremely  important.  Without  this  patients  often  go  without  adequate  care 
and  needlessly  suffer. 

I hope  these  comments  and  suggestions  will  be  helpful  in  developing  a 
National  Arthritis  Plan.  Though  academic  rheumatologists  often  have  the 
loudest  voice  regarding  the  field  of  rheumatology,  I strongly  feel  that 
the  comments  and  suggestions  from  the  practicing  rheumatoloqists  who  are 
slugging  away  in  the  trenches  must  be  heard. 

Stephen  R.  Shaul,  M.D. 


October  7,  1975 

Dear  Dr.  Engleman: 

I have  Dr.  Rodnan's  letter  of  26  September.  For  what  they  may  be 
worth,  here  are  some  comments  in  response  to  his  request. 

(1)  Needs  of  Professional  Education 

(a)  Undergraduate  Training.  I don't  think  the  medical  schools 
are  doing  an  adequate  job  of  instruction  in  this  field.  I 
realize  the  curriculum  is  choked  as  it  is  but  I think  more 
emphasis  should  be  laid  on  as  prevalent  a condition  as 
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arthritis  and  less  on  some  of  the  more  esoteric  conditions. 
Whether  the  highly  trained  specialist  in  any  field  realizes 
it  or  not,  he  is  going  to  be  confronted  with  arthritis 
concomitantly  in  his  patients  and  he  ought  to  know  more 
about  it  than  he  does. 

(b)  Postgraduate  Training.  We  need  more  training — formally--in 
rheumatology,  but  I think  that  training  should  be  expanded 
to  include  more  instruction  in  the  uses  of  physical  therapy, i 
orthotics,  and  available  surgical  procedures.  I think  that 
far  too  many  of  the  currently  trained  rheumatologists  do  not 
know  when  or  how  to  order  physical  therapy  and  they  are 
unaware  of  many  salvage  surgical  procedures.  I think  also 
that  they  should  be  made  more  aware  of  the  psychiatric  and 
social  conseguences  of  the  disease  both  on  the  patient  and 
on  the  family — the  latter  being,  I think,  a sadly  neglected 
aspect  of  this  illness.  Along  with  this  should  be 
familiarity  with  counseling  services,  sources  of  financial 
as  well  as  medical  aid.  In  addition  to  being  physically 
debilitating,  the  disease  is  financially  disastrous  and 
emotionally  disruptive. 

(c)  Refresher  Courses  for  the  Practicing  Physician.  I think 
there  should  be  annual  short  courses  for  the  practicing 
physician  given  by  a competent  and  practical  faculty.  These 
short  courses  should  emphasize  new  diagnostic  technigues, 
new  medications,  newly  discovered  cautions  about  old 
medications,  and  new  surgical  procedures.  Consideration 
should  be  given  to  traveling  arthritis  clinics  such  as  were 
sponsored  at  one  time  by  the  Oregon  Chapter  of  the  Arthritis 
and  Rheumatism  Foundation.  These  were  highly  successful 
teaching  and  consulting  efforts,  unfortunately  dropped 
because  of  lack  of  funding.  An  inquiry  to  Mrs.  Betty  Jones, 
Executive  Secretary  of  the  Northwest  Rheumatism  Society  can 
provide  more  information  about  this. 

(2)  Regional  Arthritis  Centers 

It  would  be  helpful  if  such  regional  centers  could  be  made 
available  for  diagnostic  purposes,  for  consultation 
regarding  therapy,  and  for  selected  research  projects. 
These  centers  should  take  cognizance  of  the  fact  that  most 
arthritis  is  treated  by  non-academic  physicians  who  would 
welcome  help  in  puzzling  cases.  If  not  help,  at  least 
consolation. 

(3)  National  Data  Bank 

I am  not  much  impressed  with  the  usefulness  of  this  project. 
It'll  give  employment  to  a lot  of  computer  programmers, 
statisticians,  and  clerks,  but  I would  be  skeptical  about 
any  real  value. 

(4)  Most  Urgent  Unmet  Needs 
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(a)  The  Dissemination  and  Assimilation  of  New  Information.  The 

former  would  be  easy  thru  appropriate  periodicals.  The 

latter  would  be  difficult. 

(b)  Speed  up  the  Action  of  the  FDA  on  New  Drugs  and  Appliances. 

I can  see  no  reasonable  excuse  for  the  laggard  action  of  the 

FDA  in  the  case,  for  example,  of  naproxen,  fenoprofen,  and  a 
few  others.  I think  the  ARA  ought  to  raise  a little  hell 
about  this. 

(c)  Some  form  of  financial  aid  for  the  selected  arthritis 

victim's  family  should  be  considered...  perhaps  along  the 
line  of  expanding  vocational  rehabilitation  services.  If  we 
as  a nation  can  afford  to  aid  our  fair-weather  friends  in 
the  Middle  East  and  the  Orient,  it  would  seem  to  me  that  we 
could  extend  the  same  aid  to  those  of  our  countrymen  who 
merely  mutely  ache  without  rebellion  or  deceit. 

(d)  More  Basic  Science  Research.  It's  difficult  for  a 

practicing  physician  to  accept  the  concept  of  pure  research 
but  I guess  it  must  be  done.  But  it  seems  to  me  that  the 
scales  are  unduly  weighted  in  this  regard — so  much  so  that 
there  seems  to  be  a scientific  cult  of  researchers  with 
their  heads  in  the  clouds.  Perhaps  the  source  of  supporting 
funds  should  be  brought  to  the  attention  of  pure 

researchers.  Taxpayers  would  like  something  of  use  for 
their  money. 

(e)  More  Clinically-Oriented  Research.  I think  non-academicians 
should  be  included  on  advisory  panels  and  committees. 

I hope  these  reflections  will  be  of  some  aid. 

Stephen  F.  Birskovich,  M.D. 
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October  20,  1975 


Dear  Dr.  Engleman: 

I am  responding  to  your  written  invitation  of  October  14,  1975  to 

attend  the  public  hearing  in  Milwaukee,  Wisconsin,  scheduled  for  November 
10.  I will  not  be  able  to  attend  the  hearing  but  want  to  express  my  ideas 
in  written  testimony. 

I am  presently  employed  as  a clinical  social  worker  in  the  Pediatric 
Rheumatology  Service  at.  The  University  of  Michigan  Medical  Center  in  Ann 
Arbor,  Michigan  and  have  been  in  this  capacity  for  five  years.  Our 
service  is  composed  of  pediatricians  who  have  specialized  in  rheumatology, 
pediatric  residents,  R. N. 1 s,  registered  physical  therapists,  certified 
occupational  therapists,  and  clinical  social  workers.  Our  patients  are 
referred  as  needed  to  other  specialists  such  as  ophthalmologists, 
orthopedists,  neurologists,  psychologists,  etc.  At  present  approximately 
400  patients  ranging  from  11  months  to  20  years  of  age  are  followed 
regularly  on  our  service.  These  patients  vary  greatly  in  degree  of 
involvement.  Many  more  pediatric  patients  are  being  referred  to  us 

earlier  in  their  disease  course  for  diagnosis  and  management.  It  is  my 
conviction  that  our  service  functions  well  as  a team  to  the  benefit  of  the 
patient.  Because  we  are  a referral  center  our  patient  population  comes 
from  great  distances.  Our  physicians,  therefore,  must  continually  rely 
upon  the  family  physician  or  local  pediatrician  to  monitor  the  child's 
general  physical  health  when  he  returns  to  the  community.  We  find, 
however,  that  the  children  return  to  us  when  they  are  having  flares  and  we 
continue  to  be  responsible  for  the  management  of  this  unpredictable 
disease.  It  is  clear  that  the  need  exists  to  continue  educating  local 
physicians  about  the  management  of  juvenile  rheumatoid  arthritis  along 
with  schoolteachers,  public  health  nurses,  as  well  as  physical  and 
occupational  therapists. 

Generally,  then,  I feel  there  are  logical  priorities  in  providing 
services  and  community  support  to  families  who  have  children  with  this 
disease. 

(1)  We  as  a nation  need  to  provide  comprehensive  services  within 
medical  centers  and  hospitals  to  individuals  with  juvenile 
rheumatoid  arthritis. 

(2)  There  is  a strong,  essential  need  to  educate  community 
physicians,  school  personnel,  public  health  nurses,  etc.,  about 
juvenile  rheumatoid  arthritis,  successful  treatment  regimens, 
etc. 

(3)  It  is  desirable  to  form  groups  of  parents  and  children  with 
juvenile  rheumatoid  arthritis  to  provide  opportunities  to  share 
feelings,  ideas,  and  solve  similar  problems  particularly  at  the 
local  level. 
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My  discussion  has  been  limited  to  the  pediatric  patient  with  juvenile 
rheumatoid  arthritis.  There  are  similar  needs  for  pediatric  patients  who 
have  other  collagen  diseases  such  as  lupus,  dermatomyositis , and 
scleroderma.  Research  also  is  an  important  essential  for  making  progress 
in  the  management  of  these  diseases,  but  I feel  that  competent  direct 
services  given  by  physicians  and  allied  health  professionals  are  basic  in 
addition  to  educating  the  community  so  the  children  and  their  families  can 
function  as  contributing  members  of  society  despite  the  presence  of  a 
chronic,  often  painful  and  crippling  illness  for  this  relatively  large 
population  of  patients. 

I thank  you  for  the  opportunity  to  express  my  views. 

Joan  M.  Hagerty 


November  11,  1975 


Gentlemen: 

I am  pleased  to  offer  some  personal  ideas  to  the  Commission  in  its 
important  task.  In  brief,  my  qualifications  for  offering  this  statement 
consist  of  25  years  of  solo  private  practice  restricted  to  arthritis  and 
related  diseases  plus  an  academic  affiliation  with  the  University  of 
Minnesota  Medical  School  as  Clinical  Professor  of  Medicine,  and  also  as 
consultant  to  the  Minneapolis  Veterans*  Administration  Hospital  in 
arthritis  and  rheumatic  diseases. 

A prime  need  is  better  knowledge  among  medical  practitioners, 
especially  with  reference  to  diagnosis  of  arthritic  disorders.  I would 
urge  the  Commission  to  do  all  it  can  to: 

(1)  Aid  the  arthritis  programs  of  our  medical  colleges  by  improving 
the  general  level  of  the  medical  student  education  through 
enlarged  rheumatology  units,  and  through  the  specific  support  of 
the  graduate  training  program  to  include  not  only  people  who  are 
aiming  toward  full-time  rheumatology  careers,  but  also  to  allow 
the  training  of  internal  medicine  and  family  practitioner  fellows 
and  residents  as  they  rotate  through  the  rheumatic  disease 
section.  If  we  would  add  one  or  two  clinical  rheumatology 
teaching  staff  members  to  each  medical  school  department  this 
important  task  could  be  done.  Unfortunately,  such  potential 
staff  is  not  immediately  available,  but  with  the  appropriate 
effort,  I believe  it  can  be  within  five  years. 

(2)  Support  continuing  education  in  rheumatic  diseases  at  several 
levels  to  meet  the  needs  of  the  physician  in  active  practice. 
This  can  be  through  support  of  publications,  audiovisual  aids, 
visiting  "professorships"  and  lectureships  to  schools  and  private 
hospitals,  and  support  and  encouragement  of  short  courses  on 
arthritis  and  the  rheumatic  diseases. 
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I am  aware  that  there  is  a tremendous  competition  of  the  students'  and 
physicians'  time  for  the  many  different  areas  that  make  up  our  current 
needs,  but  the  major  reason  for  my  urging  this  course  is  that  arthritis  is 
such  a common  disease  that  I sincerely  believe  it  deserves  a bigger  share 
of  the  total  medical  effort,  and  this  type  of  encouragement  is  most  likely 
to  secure  this  aim. 


Paul  J.  Bilka,  M.D. 


October  9,  1975 


Dear  Eph: 

I'm  writing  you  in  your  capacity  as  Chairman  of  the  National  Arthritis 
Commission.  My  background  is  one  of  20  years  of  experience  in  arthritis 
and  rheumatology,  as  an  investigator  and  as  a clinician.  My  first  eight 
years  were  spent  organizing  a rheumatology  program  in  research  education 
and  patient  care  in  a small  state  medical  school  in  the  deep  South.  The 
last  10  years  have  been  spent  primarily  in  research  but  I have  maintained 
a close  liaison  to  clinical  medicine  as  practiced  in  a large  academic 
multispecialty  group. 

(1)  Needs  in  Professional  Education. 

I think  all  of  us  would  agree  that  one  of  the  biggest  problems  in  the 
treatment  of  patients  with  arthritis  is  the  relative  lack  of  knowledge  and 
interest  of  general  internists  and  general  practitioners  in  the  treatment 
of  arthritis.  In  Mississippi  we  found  it  extremely  difficult  to  involve 
general  practitioners  and  internists  in  the  work  of  the  Arthritis 
Foundation,  for  example,  and  in  Minnesota,  our  Board  of  Directors  and 
Medical  and  Scientific  Committee  consists  almost  entirely  of  board- 
certified  or  board-eligible  rheumatologists.  I think  it's  unrealistic  to 
expect  that  many  more  rheumatologists  are  going  to  be  trained  in  the 
present  anti- specialty  political  climate.  I believe  that  it  is  important 
to  continue  postgraduate  courses  of  the  traditional  type  that  are  commonly 
given.  These  are  excellent  in  their  way — we  don't  have,  unfortunately, 
much  information  on  their  actual  impact  on  practice  of  arthritis.  I 
believe  that  we  ought  to  consider  the  identification  of  a few  individuals 
in  general  practice  and  internal  medicine  who,  without  going  through  all 
the  necessary  training  for  board  certification,  will  develop  an  interest 
in  rheumatology  as  a part-time  specialty.  Such  individuals  might  be 
encouraged  to  spend  as  much  as  30  to  60  days  postgraduate  training  in  an 
arthritis  center  and  then  become  identified  in  their  local  area  as  a key 
person  for  treatment  of  arthritis,  establishment  of  arthritis  clinics, 
etc.  A major  difficulty  in  the  development  of  such  a program  would  be 
financial  compensation  for  such  physicians  while  taking  this  training  and 
the  coverage  of  their  practices,  some  of  which  might  be  in  relatively 
under served  medical  areas.  I don't  have  any  real  solutions  for  this  kind 
of  problem  and  maybe  there  is  none  short  of  a Government- supported 
national  health  service,  but  I believe  that  in  the  long  run  this  kind  of 
approach  will  do  the  most  good  for  the  care  of  arthritics  by  bringing  the 
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newest  advances  in  the  care  and  diagnosis  to  the  patients  on  a broad 
scale. 

(2)  The  Role  of  the  Proposed  Arthritis  Centers  in  Supporting  Programs 
of  Education,  Patient  Care  and  Research. 

The  Arthritis  Foundation,  of  course,  currently  supports  on  a small 
scale,  something  like  40  Arthritis  Centers,  nearly  all  of  them  associated 
with  medical  schools.  These  centers  act  as  a focus  for  research  and  high 
quality  patient  care.  Many  of  the  centers  are  beginning  to  become  much 
more  involved  in  community  medicine  and  in  outreach  programs.  I 
personally  do  not  see  the  Centers  as  acting  as  the  main  source  of  direct 
patient  care,  but  they  are  obviously  a key  in  research  and  education.  A 
great  deal  more  needs  to  be  done  by  these  Centers  in  the  field  of  direct 
patient  education.  It's  a commonplace  saying  that  there's  a great  deal  of 
ignorance  and  quackery  in  the  field  of  arthritis,  but  this  only  emphasizes 
the  fact  that  in  the  past  we  have  not  really  made  a strong  effort  to 
provide  individual  education  to  patients  with  arthritis.  I think  the  role 
of  Arthritis  Centers  in  patient  care  should  be  as  referral  centers  to 
which  patients  are  funneled  and  then  sent  back  to  their  home  physicians. 
Ideally  these  home  physicians  should  be  individuals  with  special  interest 
and  training  in  arthritis  such  as  I've  described  in  the  previous 
paragraph.  It's  a waste  of  time,  effort,  and  money  to  do  a careful 
workup,  devise  a good  program,  and  have  the  patient  go  back  to  a physician 
who  knows  nothing  about  physical  medicine,  the  side  effects  of  steroids, 
or  the  indications  for  nonsteroidal  inflammatory  drugs.  The  National 
Arthritis  program  is  going  to  depend  for  future  support  on  its 
accomplishments  for  patients  with  arthritis  because  only  in  this  way  can 
the  necessary  political  base  to  ensure  continued  funding  be  established. 
I think  the  Commission  needs  to  recognize  this  fact  very  squarely.  As  far 
as  the  research  aspects  of  the  Arthritis  Centers  are  concerned,  because  of 
my  background  I certainly  think  that  in  view  of  the  limitations  of  today's 
treatment,  with  the  exception  of  a few  modalities  such  as  total 
arthroplasty'  fo'r  osteoarthritic  hips,  leave  so  much  to  be  desired  that 
research  will  continue  to  be  an  extremely  high  priority.  It's  also 
necessary  for  the  arthritis  research  community  to  recognize  their  great 
dependence  on  basic  science  and,  in  view  of  their  ignorance  of  the  causes 
of  most  kinds  of  arthritis,  the  necessity  for  non-categorized  research  in 
these  basic  areas. 

(3)  The  Potential  Uses  cf  a National  Data  Bank. 

I had  the  opportunity  of  looking  over  Jim  Fries'  proposal  not  long 
ago.  Although  at  the  present  time  we  are  not  actually  a participating 
center,  I am  somewhat  concerned  that  the  data  provided  by  the  different 
centers  will  not  be  exactly  equivalent  and  there  will  be  problems  because 
of  this.  A strong  effort  should  be  made  to  check  the  reproducibility  of 
the  data  among  the  participating  centers.  For  example,  do  latex  titers 
among  the  participating  centers  all  mean  the  same  things?  How 
reproducible  are  the  features  of  physical  examination  of  joint  function 
among  physicians  within  a center  and  among  the  centers?  Unless  much  more 
careful  attention  is  paid  to  the  validity  of  the  data  put  into  the  bank, 
at  this  early  stage  I can  see  us  becoming  enamoured  of  computers  without 
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really  considering  what  kind  of  material  we  are  putting  into  the 
computers. 

(4)  The  Most  Urgent  Unmet  Needs  in  the  Treatment  of  Arthritis. 

I happen  to  believe  that  a large  part  of  the  medical  management  of 
chronic  rheumatic  diseases,  particularlv  rheumatoid  arthritis,  consists  of 
helping  the  patient  to  live  with  his  disease  and  avoid  doing  excessive 
harm  with  drugs  that  one  employs.  I believe  that  fulfilling  this 
particular  need  will  be  best  met  by  a type  of  program  that  I have  outlined 
already.  Perhaps  the  biggest  unmet  need  is  that  for  arthroplasties  (hips, 
knees)  in  patients  where  real  benefit  can  be  expected.  I don't  have  any 
concrete  proposal  at  the  moment  to  make  as  to  how  we  can  speed  up  this 
process  without  opening  the  door  to  a large  amount  of  unnecessary  surgery. 
We're  still  learning  things  about  arthroplasty,  particularly  in  the  less 
commonly  operated  joints  such  as  elbows,  wrists  and  shoulders.  I think 
the  Commission  should  give  some  thought,  however,  to  the  possibility  of 
developing  ways  of  making  this  kind  of  surgery  more  accessible  to 
patients. 

I can't  help  but  take  great  pride  in  the  accomplishments  of  those  who 
achieved  the  passage  of  the  National  Arthritis  Act  and  I certainly  have 
high  hopes  for  the  fruits  of  the  Commission's  work.  At  the  same  time  I 
recognize  the  dangers  in  the  categorical  approach  to  disease.  One  has  to 
continue  to  look  at  the  patients  as  a whole  and  to  recognize  that 
arthritics  have  renal  disease,  socioeconomic  problems,  psychiatric 
illness,  etc. , so  that  the  best  care  for  arthritis  is  really  going  to  be 
the  best  kind  of  medical  care  all  over.  Also  in  research,  I am  keenly 
aware  of  the  fact  that  we  don't  know  if  the  most  important  development  in 
research  in  arthritis  at  the  moment  is  being  made  by  somebody  working  on 
genetics  of  the  immune  response,  methods  for  isolating  viruses,  or 
delineation  of  protein  structure.  The  Commission  in  its  report  must 
emphasize  that  research  quality  in  the  long  run  is  more  important  than  the 
apparent  revelance. 

I know  the  Commission  has  a mammoth  job  to  accomplish  and  that  no  one 
is  going  to  be  completely  happy  with  whatever  you  decide,  but  be  assured 
that  you  have  the  support  of  everyone  in  the  field  in  your  efforts  to  come 
up  with  a program  that  will  have  meaningful  impact  on  the  care  and 
investigation  of  the  arthritis  problem  in  the  United  States. 

Frederick  C.  McDuffie,  M.D. 
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Dear  Dr.  Engleman: 

As  an  AHP  member  I am  expressing  my  views  briefly  on  what  is  needed  in 
the  proposed  program  for  Arthritis.  There  is  no  question  that  persons 
afflicted  with  rheumatic  disorders  need  information  and  educational 
material  regarding  the  possible  outcome  of  the  disease  and  the  various 
measures  of  treatment  which  will  be  effective  in  relieving  the  associated 
pain  and  controlling  the  disorders. 

It  is  essential  that  nurses  and  other  health  professionals  know  the 
ramification  of  rheumatic  disorder  and  the  implications  for  the  different 
conditions.  Knowing  arthritis  is  an  inflammation  of  the  joints  is  about  as 
helpful  as  informing  a patient  he  has  "lumbago.*'  The  available  knowledge 
and  managment  has  advanced  beyond  this  and  needs  to  be  dispersed. 

Since  much  of  the  treatment  remains  to  be  "trial  and  error,"  nurses, 
if  they  were  knowledgeable  and  skilled,  could  assist  patients  with 
measures  to  try  and  assess  the  effectiveness  thereof  before  trying 

another. 

With  the  current  trend  in  expanding  the  role  of  the  nurse,  nurses 
prepared  with  adequate  knowledge  under  the  direction  of  a rheumatologist 
could  provide  care  for  a greater  number  of  persons. 

Unfortunately,  I do  not  have  an  elaborate  curriculum  with  lesson  plans 
to  propose,  but  do  want  to  share  with  you  the  tremendous  need  for 
educating  nurses  concerning  rheumatic  disorder  and  the  potential 
advancement  that  can  be  accomplished  for  patients  by  doing  so. 

Ardis  J.  O'Dell,  R.N. 


October  13, 1975 


Dear  Dr.  Engleman: 

I received,  through  my  membership  in  the  American  Rheumatism 
Association,  a request  to  express  my  views  on  supporting  programs 
referable  to  patient  care  in  the  Arthritis  Centers,  and  the  support  of  the 
same.  My  associate.  Dr.  David  K.  Halley,  and  I have  completed  fellowship 
at  the  post-graduate  level  in  the  area  of  arthritis  surgery.  Both  of  us 
have  been  at  the  Center  for  Hip  Surgery  at  Wrightington  in  England,  under 
the  Directorship  of  Professor  Charnley.  This  was  a unique  experience  for 
we  saw  in  this  institution  a very  effective  Arthritis  Care  Unit.  Their 
structure,  organization,  and  dispensing  of  Surgical  care  has  served  as  a 
model  for  an  Arthritis-Surgical  Center  here  in  Columbus,  Ohio. 

In  two  hospitals  we  have  established  ambulatory  care  centers 
specifically  directed  towards  surgical  management  of  patients  affected 
with  various  arthritis  entities.  These  programs  consist  of  pre-operative 
preparation  and  patient  information,  coordinated  surgical  services, 
nursing  care,  and  subsequent  post-graduate  rehabilitation  and  support. 
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This  Arthritis  Service  is  served  by  various  personnel  from  medicine  and 
nursing  staff.  We  have  found  it  to  be  an  effective  method  of  managing  the 
arthritic  patient,  not  only  in  the  surgical  phase  of  his  disease,  but  also 
in  the  chronic,  long-term  parameter. 

This  type  of  center  should  be  evaluated  when  public  hearings  are  held 
in  our  vicinity.  Please  let  me  know  the  time  and  date  these  public 
hearings  will  be  held  in  the  Central  Ohio  area. 


T.H.  Mallory,  M.  D. 


Dear  Dr.  Engleman: 

Your  invitation  to  attend  one  of  a series  of  hearings  on — or  to  submit 
written  comments  regarding — the  development  of  a long-range  national 
Arthritis  Plan  was  passed  on  to  me  by  the  Iowa  Regional  Medical  Program 
(IRMP) . I was  Director  of  a project  designed  to,  "Improve  the  Quality  and 
Accessibility  of  Arthritis  Care  in  Iowa,"  a pilot  arthritis  program  funded 
through  IRMP. 

Enclosed  please  find  comments,  as  solicited. 

On  behalf  of  the  IRMP  and  myself,  I would  like  to  express  appreciation 
for  the  opportunity  to  submit  my  viewpoint  for  consideration  in  the 
deliberations  of  the  Commission. 

One  benefit  of  good  health  is  the  ability  to  move  freely.  In  1972  it 
was  estimated  that  6.5  million  persons  in  the  United  States — -3.2  percent 
of  the  civilian,  non- institutionalized  population — were  suffering  from 
some  degree  of  mobility  limitation  due  to  one  or  more  chronic  conditions. 
The  major  chronic  conditions  were  arthritic  and  rheumatic  impairments  of 
the  lower  extremities  and  hips,  and  cerebrovascular  and  coronary 
conditions. 

In  addressing  the  development  of  a long-range  arthritis  plan, 
priorities  should  be  placed  on  programs  of  professional  education,  public 
information,  and  increased  basic  and  clinical  investigation.  Emphasis  on 
these  areas  should  lead  to  more  arthritic  patients  regaining  or  retaining 
maximum  mobility. 

The  care  of  persons  with  arthritis  follows  much  the  same  pattern  as 
general  medical  care — family  practitioners  in  small  and  medium  sized  towns 
providing  most  of  that  care.  Urban  centers  provide  some  secondary  care  in 
the  areas  of  rheumatology,  orthopedics  and  rehabilitation;  and  major 
medical  centers  provide  tertiary  care.  But  the  average  arthritic  patient's 
needs  are  not  being  met  adeugately  at  any  of  these  levels. 

To  correct  these  inadequacies,  more  extensive  professional  education 
must  be  provided  by  the  nation's  major  medical  centers.  More  specialists — 
specifically  rheumatologists — must  be  trained,  both  to  increase  the 
educational  capabilities  of  the  major  medical  centers  and  provide  direct 
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patient  care  in  secondary  care  centers.  Training  resident  internists  more 
extensively  in  the  treatment  of  arthritis  and  rheumatism  would  improve 
secondary  level  care.  Also,  more  emphasis  should  be  placed  on  training 
primary  care  physicians  to  diagnose  and  treat  arthritis. 

Continuing  education  courses  dealing  with  the  diagnosis,  treatment, 
and  rehabilitation  of  persons  with  arthritis  and  related  conditions  are 
needed  to  improve  the  skills  of  active  primary  care  physicians.  Regional 
conferences  and  seminars  of  one  to  three  days  duration  would  satisfy  most 
physicians*  educational  needs;  but  medical  centers  should  advisedly  offer 
intensive  courses  extending  over  one  to  three  months  for  physicians  with 
practices  from  which  more  time  can  be  freed. 

Demonstration  clinics  should  be  established  in  communities  lacking 
specialized  arthritis  care.  Rheumatology  specialists  from  a major  medical 
center  would  first  provide  lectures  or  seminars  for  the  community 
physicians  and  then  collaborate  in  the  operation  of  an  ambulatory  care 
clinic  in  the  physicians'  offices  to  demonstrate  the  evaluation  and 
treatment  skills  essential  for  dealing  with  mild  forms  of  arthritis.  Such 
clinics  would  need  operate  only  four  to  eight  hours  one  day  a week  for  as 
long  as  the  supervision  is  mutually  deemed  necessary  by  the  physicians  and 
specialists  involved.  Referral  arrangements  would  be  established  with 
secondary  and  tertiary  care  centers  for  the  treatment  of  patients 
requiring  either  more  specialized  treatment  or  multi-disciplinary 
management  of  moderate  to  severe  arthritis.  Governmental  support  would  be 
required  to  subsidize  these  clinics. 

Under  the  pilot  arthritis  project  in  Iowa,  an  arrangement  was  made 
like  the  one  described  above.  The  physicians  in  the  Community  Health 
Center  are  now  continuing  to  operate  the  ambulatory  arthritis  clinic 
without  the  quidance  of  the  rheumatologist.  This  is  regarded  as  a very 
successful  demonstration  arrangement. 

Many  people  suffering  from  arthritis  do  not  recognize  the  implications 
and  significance  of  their  symptons.  A public  education  program  is  needed 
to  persuade  these  people  to  seek  medical  care.  Television  programs  and 
spot  announcements,  and  presentations  at  community  meetings  with  support 
materials  for  distribution  would  be  appropriate  means  for  public 
education.  Most  physicians  lack  sufficient  time  to  devote  much  effort  to 
public  education;  but  physician  extenders  and  lay  volunteers  from  the 
Arthritis  Foundation  would  have  more  time.  The  Arthritis  Foundation  would 
require  monetary  support  for  programs  of  this  nature  at  the  regional  and 
local  levels. 

There  must  be  increased  basic  and  clinical  investigation  into  the 
prevention  and  treatment  of  the  disease.  This  should  be  done  at  the 
nation's  major  medical  centers,  where  the  facilities  are  adequate  for  such 
research  and  the  interaction  of  various  specialists  is  possible.  There 
must  be  increased  training  of  specialists  for  this  type  of  investigation. 
Financial  support  would  be  required  for  these  research  activities. 
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In  Summary,  priority  areas  that  should  be  addressed  in  initiatinq  a 
program  to  alleviate  the  suffering  and  moderate  mobility  limitation  caused 
by  arthritis  are:  programs  of  professional  education — training  in  tertiary 
care  centers,  continuing  education  and  demonstration  clinics,  public 
information,  and  increased  research. 

M.  Paul  Strottmann,  M.D. 


November  20,  1975 

Dear  Dr.  Engleman: 

I am  writting  to  you  as  a practicing  rheumatologist  in  reply  to  your 
request  for  input  from  such  physicians  to  the  Arthritis  Commission  for 
it's  subsequent  report. 

This  letter  deals  to  a large  extent  with  the  problems  of  rheumatic 
diseases  and  their  management  in  the  state  of  Kansas.  I suspect,  however, 
that  these  problems  are  not  unique  to  Kansas,  and  exist  in  other  areas  of 
the  country.  Appropriate  extrapolation  should  be  made. 

There  are  two  major  problems  in  arthritis  care:  (1)  correct  diagnosis; 
and  (2)  correct  medical  and  nonmedical  care.  Although  these  problems  are 
magnified  by  a shortage  of  properly  trained  personnel,  the  most  important 
failure  lies  in  the  improper  utilization  of  the  personnel  available.  The 
Kansas  Arthritis  Centers  Project  has  demonstrated  the  utility  of  the 
Arthritis  Nurse  Specialist  in  arthritis  diagnosis  and  management. 
Similarly  trained  physician  assistants  and  Arthritis  Nurse  Specialists 
could  revolutionize  the  care  in  rheumatic  diseases  if  they  were  allowed  to 
use  their  expertise.  It  is  the  government  and  third-party  carrier  which 
has  impeded  progress  in  this  area.  For  example,  I am  allowed  in  my  office 
to  utilize  trained  arthritis  nurses  and  other  aides  for  the  administration 
of  care  to  patients.  However,  I am  not  allowed  to  send  such  an  individual 
into  a nursing  home,  hospital,  patient  home,  or  distant  "clinic,"  and  to 
get  reimbursement  for  these  services.  Thus,  if  a nursing  home  or  a home 
visit  is  required  it  must  be  made  by  the  physician.  The  physicians  time  is 
too  valuable  to  be  used  this  way,  and  such  visits  are  only  infrequently 
made.  Also,  there  are  times  that  he  is  not  the  appropriate  person  to  make 
such  a visit.  If  it  were  possible  for  these  people  to  be  used  correctly 
it  should  be  possible  for  the  practicing  rheumatologist  to  expand  his 
services  four-  to  ten- fold.  A number  of  patients  that  could  be  seen  by  an 
appropriately  directed  clinic  could  be  enormous.  I would  urge  upon  the 
Commission  the  consideration  of  firm  recommendations  to  allow  for  the  kind 
of  care  I have  described  above. 

This  is  important  in  the  area  of  physical  and  occupational  therapy  as 
well.  Most  rheumatic  care  is  given  in  an  office  setting.  Yet,  most 
occupational  and  physical  therapists  function  in  the  hospital.  There  is 
little  communication  between  the  physicians  and  the  occupational  and 
physical  therapists,  and  both  suffer  because  of  this.  I feel,  once  again, 
that  this  is  the  result  of  problems  with  third-party  carriers.  If  it  were 
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possible  to  get  OT's  and  PT's  involved  with  patients  in  non-hospital 
settings,  I am  sure  that  care  to  the  patient  with  arthritis  would  be 
enormously  improved. 

It  is  clear  by  now  that  nurse  specialists  and  other  trained  personnel 
can  be  utilized  for  screening  diagnoses,  and  for  continuing  evaluation  and 
care  purposes.  Thus,  with  appropriate  guidelines,  and  with 
telecommuni- cations,  the  number  of  patients  that  can  be  seen  and  diagnosed 
would  also  increase  enormously. 

I wish  to  stress  to  you  most  emphatically  that  privately  practicing 
rheumatologists  are  in  an  excellent  position  to  supervise  and  give  the 
kind  of  care  I have  discussed  above.  Over  the  last  year  and  a half  I have 
been  involved  with  the  Kansas  Regional  Medical  Program  and  the 
imple-mentation  of  the  Kansas  "Information  and  Education  Units."  I have 
directed  the  unit  in  Wichita.  My  experience  with  the  KRMP  has  led  me  to 
feel  very  strongly  that  these  government  programs  as  they  have  been 
constituted,  have  been  wasteful,  inefficeint,  and  have  contributed  very 
little  to  patient  care.  I would  like  to  spend  some  time  discussing  this 
because  the  errors  in  the  Regional  Medical  Programs  should  not  be  repeated 
in  the  future.  Care  of  patients  with  rheumatic  diseases  needs  to  be  made 
on  a 24-hour  basis.  Except  for  consultation,  the  patient  with  rheumatic 
diseases  may  flare  at  any  moment;  may  require  treatment  or  revision  of 
treatment  at  any  moment.  Because  government  funded  projects  have  been 
funded  on  a five  day  per  week,  eight  hour  per  day  basis,  because  the 
personnel  involved  were  not  able  to  accept  the  responsibility  for  patient 
care,  they  were  in  reality  unable  to  give  useful  patient  care.  They  were 
unable  to  follow  up  on  their  mistakes.  Because  of  this  continuing 
inability  they  withdrew  from  some  of  the  most  important  areas  of  patient 
care.  They  were  unable  to  suggest  important  drug  modification.  They  were 
unable  to  manage  in  an  area  in  which  they  could  easily  manage  the  total 
rheumatic  disease  that  the  patient  had.  In  my  view  of  the  Kansas 
experience,  what  happened  was  that  physicians  began  to  stop  referring 
patients,  and  patients  began  to  stop  coming  for  the  care  that  we  were  able 
to  deliver.  What  they  perceived  was  that  we  wanted  to  help,  that  we  had 
good  suggestions,  but  we  were  unable  to  implement  the  care  program  that 
was  needed. 

When  one  tries  to  analyze  what  happened  and  why  this  occured,  I cannot 
help  but  be  struck  by  the  fact  that  the  program  was  too  rigid  (and  I would 
exotrapolate  to  similar  programs  in  this  comment  on  rigidity) . By  that  I 
mean  that  soon  after  the  program  began  we  perceived  that  it  was  not  going 
to  work  as  we  had  thought  it  was.  That  there  were  major  problems  involved 
in  it.  We  were,  however,  relatively  powerless  to  change  the  basic 
direction  of  the  program.  We  had  been  given  our  funds.  A protocol  was 
laid  out  for  us.  And  we  were  supposed  to  use  those  funds  and  follow  that 
protocol  as  best  we  could.  It  became  clear  to  us  that  the  funds  could 
have  been  used  in  much  better  ways,  that  problems  that  we  had  not  been 
aware  of  could  have  been  solved  by  our  ability  to  change  and  to  learn. 
The  point  I'm  trying  to  make  is  that  the  rigid  structure  imposed  upon  us 
by  the  Federal  funding  made  it  impossible  for  us  to  deliver  the  care  of 
which  we  were  capable.  So  what  I would  like  to  stress  to  the  Commission 
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is  that  the  overall  control  of  projects  which  will  be  developed  should  be 
with  rheumatoloqists  and  not  with  administrators.  We  must  have  built  into 
the  proqram  the  ability  to  be  flexible,  to  admit  our  mistakes  and  go  on  to 
new  work,  and  not  to  be  stuck  continuing  to  do  work  which  is  not  useful. 

I would  like  also  to  direct  your  attention  to  the  problems  of  the 
private  rheumatologist  and  his  relationships  with  the  University  Centers. 
All  of  us  owe  an  enormous  debt  and  responsibility  to  the  University 
Centers  where  such  important  research  and  training  is  going  on.  Most 
patient  care,  however,  is  not  being  obtained  there.  Yet,  the  direction  of 
patient  care  is  being  managed  by  the  University  Centers.  I would  like  the 
Commission  to  give  serious  thought  to  having  the  patient  care  aspects  of 
the  "Centers"  that  will  be  developed  managed  by  physicians  who  are 
primarily  involved  with  patient  care.  At  the  January  1975  planning 
conference  of  the  Regional  Medical  Programs  the  cost  of  medical  care  was 
discussed.  I estimated  at  that  time,  and  I estimate  now,  that  medical 
care  in  a private  setting  can  be  delivered  at  1/2  the  cost  of  similar  care 
in  a University  setting.  Built  into  these  costs  are  the  total  management 
of  the  patient  with  rheumatic  diseases  on  a 24-hour  day  basis,  some  degree 
of  clinical  research,  and  a large  degree  of  house  officer  and  medical 
student  teaching.  What  I am  saying  is  that  I believe  that  care  in 
rheumatic  diseases  can  be  delivered  well  and  less  expensively  by 
practicing  rheumatologists.  Since  most  care  is  delivered  outside  of 
University  Centers,  It  seems  essential  to  me  that  centers  that  will  be 
organizing  and  delivering  care  In  rheumatic  diseases  should  have  as  one  of 
their  major  purposes  the  support  and  continuation  of  non-university 
patient  care  clinics  and  offices.  I do  not  mean  to  stress  one  group  over 
another.  I want  to  emphasize  once  again  our  dedication  to  the 
Universities,  but  because  so  much  of  the  input  is  coming  from  the 
Universities  I think  it  is  important  that  input  be  received  and  plans  be 
made  for  non- uni versi ty  rheumatic  disease  care  as  well. 

Thank  the  Commission  for  taking  the  time  to  listen  to  my  discussion, 
and  I wish  them  well  in  their  difficult  deliberations. 


Frederick  Wolfe,  M.D. 


November  20,  1975 


Dear  Dr.  Engleman: 

This  letter  is  being  written  in  response  to  your  request  for  input 
from  practicing  rheumatologists  throughout  the  United  States  for  the 
formulation  of  the  National  Arthritis  Commission. 

This  letter  is  directed  specifically  to  the  presently  proposed  data 
bank. 

The  data  bank  holds  great  promise  for  all  of  us  in  the  accurate 
collection  and  quantitation  of  information. 
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I have  no  disagreement  with  this  plan.  What  I would  suggest,  however, 
is  that  specific  plans  be  made  for  the  utilization,  testing,  development, 
and  trial  in  the  offices  and  clinics  of  practicing  rheumatologists.  It  is 
important  that  the  data  bank  goes  beyond  it's  important  task  of  exchanging 
data  between  university  research  groups  and  clinics  to  the  equally 
important  task  of  obtaining  data  from  and  sending  data  to  non-university 
centers  and  clinics. 

Although  I understand  that  this  is  being  planned,  I would  like  to 
offer  in  this  letter  my  support  for  this  plan,  and  to  urge  the  Commission 
to  adapt  in  it's  report  such  a recommendation. 


Frederick  Wolfe,  M.D. 


October  28,  1975 


Dear  Dr.  Engleman: 

For  the  record,  because  I shall  be  unable  to  attend  any  of  the 
scheduled  Commission  hearings — in  accord  with  your  request,  I am 
submitting  the  following  statement  including  certain  recommendations  and 
views  on  "community"  treatment  programs  for  arthritis. 

For  many  years  I have  been  interested  in  inititating  a program 
emphasising  a "team"  (multi-discipline)  approach  to  the  arthritic, 
stressing  patient  education  and  so-called  "outreach"  resources  with  a 
supervised  physical  program.  It  has  been  my  experience  that  the  so-called 
comprehensive  individualized  management  program  for  rheumatoid 
arthritis- -which  "we  all"  discuss,  lecture  about,  "teach"  students  and 
housestaff,  write  about  in  papers  and  books — rarely  filters  down  to  the 
patient  and  affected  patient's  family.  Most  money  raised  and  most 
attention  has  been  (appropriately)  targeted  for  research,  but  what  the 
rheumatoid  patient  needs  now  is  a total  program  administered  by  skilled, 
interested  health  professionals  and  physicians. 

When  money  became  available  through  the  RMP,  we  successfully  competed, 
and  were  awarded  a grant  with  sufficient  funds  for  a pilot  project.  The 
program  was  designed  for  disadvantaged  or  indigent  patients  and  was 
headquartered  at  the  Louisville  General  Hospital.  I have  been  the 
Director  of  the  Program,  and  the  team  has  included  a coordinator  of 
patient  services  (an  RN  Specialist  in  Arthritis)  , a physical  therapist, 
administrative  assistant,  and  has  utilized  other  health  professionals  on  a 
contract  basis. 

Our  goals  as  well  as  improving  the  overall  quality  of  care  included 
reducing  the  frequent  need  of  patients  to  attend  clinics,  as  well  as 
avoiding  frequent  hospitalization.  The  program  was  designed  to  include 
the  patient's  home  physician  or,  if  none,  clinic  physicians,  house  staff 
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and  medical  students,  which  allows  for  "grass-roots"  training  of 
physicians  in  the  management  of  this  difficult  disease. 

Although  final  evaluation  of  the  project  has  not  been  completed,  it  is 
my  opinion  from  our  ongoing  assessment  that  this  type  of  program 
represents  a greatly  improved,  if  not  optimum  effective  approach  to  the 
community  of  care  of  the  usual  patient  with  rheumatoid  arthritis. 

Working  together  with  a similar  set  of  problems  day  after  day,  the 
"team"  develops  increasing  special  skills  in  helping  the  patients  and 
their  families  cope  with  their  arthritic  problems. 

I would  strongly  urge  the  Commission  panel  to  give  consideration  to 
recommending  the  appropriation  of  funds  for  continuing  current  RMP 
projects  and  similar  worthwhile  programs  in  the  future. 


David  H.  Neustadt,  M.D. 
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Dear  Dr.  Enqleman: 

( 

Regarding  the  Needs  in  Professional  Education  Concerning  The  Treatment 
of  Arthritis: 

(1)  Updating  the  educational  criteria  of  general  practitioners  (most 
general  practitioners  do  not  feel  secure  in  treating  rheumatoid 
arthritis  and  do  not  like  to  treat  the  disease) . 

(2)  Placing  more  emphasis  on  the  total  program  of  treatment  of  the 
arthritic. 

(a)  The  medical  program  set  up  by  the  doctor. 

(b)  A continuous  home  physical  therapy  program.  For  example 
most  patients  are  put  on  a good  drug  program  and  are  then 
sent  home  without  any  information  concerning  exercise,  rest, 
how  to  take  the  medication,  what  to  expect  as  far  as  side 
effects  or  flare-ups  concerning  the  disease. 

The  Role  of  Proposed  Arthritis  Centers: 

(1)  More  education  of  the  patient  concerning  arthritis. 

(2)  More  emphasis  on  support  of  personnel.  For  example,  nurses, 
physical  therapists,  and  social  workers  concerning  their  role  in 
the  long-term  treatment  of  the  arthritic. 

(3)  Education  of  the  family  of  the  patient  who  has  arthritis  must  be 
emphasized  also. 

Urgent  Unmet  Needs: 

(1)  There  are  not  enough  specialists  or  internists  who  are  treating 
the  arthritic  who  are  financially  unable  to  go  to  a specialist. 
We  need  more  specialists  in  medical  schools  who  train  our  new 
doctors.  Second  of  all  we  need  specialists  to  see  the  patients 
who  are  financially  limited  and  unable  to  go  to  a local  doctor. 

Good  luck  in  your  program  and  we  all  look  forward  to  seeing  the 
treatment  of  arthritis  improved  over  the  years  to  come. 

Dennis  Morris 
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Dear  Dr.  Engleman: 

Due  to  my  long-standing  commitment  to  introduce  a visiting  scientist 
who  will  deliver  one  of  this  year's  distinguished  lectures  in  rheumatology 
at  the  University  of  Tennessee  Center  for  the  Health  Sciences  in  Memphis, 
November  12,  I will  be  unable  to  attend  the  public  hearings  of  the 
National  Arthritis  Act  Commission  in  Little  Rock.  I appreciate  the 
opportunity  to  submit  this  letter  expressing  my  views  for  the 
consideration  of  the  Commission. 

My  responsibilities  at  present  include  being  Director,  Division  of 
Connective  Tissue  Diseases  at  the  University  of  Tennessee,  Director  of  an 
NIAMDD  Training  Grant  in  Arthritis,  Principal  Investigator  of  a multi- 
disciplinary clinical  research  grant  in  the  study  of  early  arthritis. 
Chairman  of  several  committees  of  ARA  dealing  with  therapeutic  and 
diagnostic  criteria  of  rheumatic  diseases  and  co-Chairman  of  the 
Epidemiology  Work  Group  of  this  Commission.  The  comments  to  follow  are 
strictly  personal,  based  upon  my  own  clinical  experience  and  research  in 
internal  medicine,  epidemiology,  and  rheumatology  and  do  not  necessarily 
reflect  any  position  that  I may  hold. 

Public  and  legislative  sentiment  is  growing  to  alleviate  the  impact  of 
the  arthritis  problem  and  that  of  other  chronic  diseases.  Progress  in 
treatment  or  prevention  of  most  forms  of  arthritis  has  not  been  as  rapid 
as  the  great  strides  made  in  advancing  knowledge  of  various  laboratory  and- 
experimental  factors  related  to  these  diseases.  Some  notable  examples  of 
progress  include  joint  replacement  and  use  of  xanthine  oxidase  inhibitor 
in  the  treatment  of  some  forms  of  gout,  and  illustrate  the  importance  of 
patient-related  research. 

In  spite  of  logarithmic  increase  of  research  funding,  professional 
efforts  and  publications  during  the  past  several  decades,  the  alleviation 
of  the  problems  encountered  in  rheumatoid  arthritis,  diffuse  connective 
tissue  diseases  and  other  forms  of  chronic  arthritis  is  only  moderately 
advanced  at  present  with  considerable  gains  still  to  be  made.  The 
question  I respectfully  raise  for  the  Commission  is  whether  or  not  a 
greater  investment  in  similar  research  directions  will  pay  off  with  the 
desired  results  in  the  near,  or  not  too  distant  future?  I would  like  to 
suggest  that,  perhaps,  our  present  priorities  and  directions  in  research 
are  not  either  sufficient  or  optimal. 

Priority  and  emphasis  in  research  at  present  is  given  to  detailed  in 
vitro  studies  of  molecular  reactions  under  highly  controlled  conditions  as 
opposed  to  emphasis  on  studies  of  pathophysiologic  processes  in  arthritis 
patients  versus  controls.  The  focus  increasingly  is  at  the  level  of 
cellular  or  molecular  reactions,  or  in  search  for  virus,  than  on  the  host 
with  arthritis.  It  is  true  that  a complete  understanding  of  disease  will 
require  knowledge  at  the  molecular  level  but  it  is  equally  true  that  an 
understanding  requires  knowledge  of  the  abnormal  host  processes  in  vivo 
and  in  relation  to  the  environment,  social,  occupational,  and  other  global 
interactions.  It  is  not  known  at  present  what  abnormalities  might  be  most 
predisposing  to  the  arthritis  diseases  or  whether  viruses  may  play  a role. 
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An  expanded  research  scope  miqht  provide  tetter  clues  as  to  directions  of 
future  investigations  and  therapy. 

At  present  the  question  seems  to  be  one  of  defining  the  total  spectrum 
of  research  needed  and  to  define  priorities  or  achieve  an  optimal  balance 
in  the  face  of  limited  resources.  Obviously,  total  investment  in  either 
laboratory-experimental  approaches  or  patient-applied  research  would  be 
unwise.  A balanced  research  investment  is  needed  which  would  give  maximal 
benefits  in  developing  disease  concepts,  revealing  new  research 
opportunities,  and  understanding  arthritis.  Without  compromising  the 
momentum  and  investment  of  current  directions  in  laboratory-experimental 
research,  I would  submit  that  insufficient  in  vivo  research  is  being 
conducted  in  physiologic,  microvascular,  metabolic,  endocrine, 
biomechanical,  and  neurogenic  systems  of  patients  with  various  chronic 
progressive  forms  of  arthritis  as  well  as  research  on  the  host  per  se 
including  epidemiology,  genetics,  psychology,  economics,  and  a gamut  of 
clinical-therapy  aspects.  More  data  are  needed  on  global  phenomena  of 
disease  as  they  relate  and  interrelate  to  various  host  systems  as  opposed 
to  individual  cellular  or  in  vitro  phenomena  if  we  are  to  understand  the 
total  process  of  the  arthritis  diseases.  Putting  a greater  focus  on  the 
patient  as  a whole  and  also  on  his  interaction  in  the  environment  may  be 
as  important,  if  not  more  important,  to  an  understanding  of  arthritis 
disease  (and  health)  as  attention  paid  thus  far  to  present  laboratory- 
experimental  approaches. 

By  virtue  of  the  overwhelming  information  expansion  and  specialized 
technology,  an  insidious  process  has  evolved  of  emphasizing  the  more 
restricted  controllable  phenomena  at  the  sacrifice  of  more  general 
clinical  relationships.  The  need  is  most  pressing  to  develop  host-  and 
disease-related  studies  if  a proper  relevance  and  coordination  is  to  be 
maintained  between  experimental  and  applied  patient  research.  Suggestions 
have  been  made  to  create  special  Research  Career  Development  Awards  for 
clinical  scholars  or  patient  investigators  of  this  type  who  might  be 
induced  to  follow  such  an  arduous  career  which  now  lacks  sophisticated 
technology  and  promises  slow  research  results  as  opposed  to  many  in  vitro 
or  animal  model  investigations.  Again,  no  one  pursuit  is  a priority 
superior  to  the  other,  but  each  is  necessary  for  a complete  understanding, 
proper  balance  of  scientific  efforts  and  for  productive  interaction  and 
progress. 

Assuming  that  an  expanded  scope  of  research  is  justified  and  should  be 
pursued  in  the  future,  then  one  must  consider  what  resources  are  needed, 
including  professional,  organizational,  facilities,  funding  and  other 
essentials.  A considerable  investment  has  been  made  over  many  years  in 
the  implementation  of  experimental  laboratory  approaches  and  similarly 
development  will  be  needed  in  these  other  expanded  areas  of  research  if  it 
is  to  achieve  the  desired  levels  of  scientific  productivity.  At  present, 
a minority  of  arthritis  investigators  have  prepared  themselves  or  are 
actively  engaged  in  areas  of  host-related  research.  This  is  especially 
true  of  trainees  and  junior  investigators  who  have  not  yet  acquired  their 
own  patient  series  or  disease  interests.  The  minority  of  centers  have 
well  developed  patient  follow-up  procedures  with  detailed  data  collected 
on  a protocol  basis  which  is  readily  accessible  to  trainees  for  pursuit  of 
relevant  clinical  questions.  Also  resources  are  limited  for  clinical 
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research  center  type  studies  or  prospective  clincial  observations  or 
trials.  Unless  such  patient  and  organizational  resources  are  developed 
and  made  available,  then  one  cannot  expect  these  areas  of  research  to  qrow 
and  complement  effectively  the  laboratory-experimental  efforts. 

Ideally,  some  competition  for  the  best  minds  and  available  resources 
should  exist  between  different  areas  of  research  rather  than  certain 
established  approaches  pre-empt  scientific  investment  because  of  technical 
or  logistical  conveniences.  At  present,  most  arthritis  training  centers 
can  offer  junior  investigators  one  or  more  immediate  research 
opportunities  in  the  laboratory,  but  relatively  few  can  offer  the 
necessary  resources  to  effectively  pursue  many  types  of  patient  oriented 
studies,  e.g.,  natural  history  of  disease,  therapeutic  trials  or 
controlled  studies  in  research  clinic  or  in-patient  facilities.  The 
latter  usually  require  a certain  degree  of  logistical  and  organizational 
development  which,  when  lacking,  tend  to  frustrate  pursuit  of  relevant 
clinical  questions. 

Inordinate  time  now  transpires  between  the  acquisition  of  a disease 
concept  or  the  discovery  of  a particular  factor  and  the  testing  in 
patients  of  its  relevance  to  disease  or  therapy.  Improved  development  of 
patient  oriented  research  resources  will  shorten  the  gap. 

If  greater  scientific  interaction  is  to  be  expected  in  the  future, 
attention  must  be  given  to  the  development  of  multidisciplinary  integrated 
research  centers.  Obviously,  centers  cannot  be  expected  to  engage  in,  or 
have  competence  in,  all  areas  of  research,  as  well  as  take  responsibility 
for  all  levels  of  teaching  and  service  delivery.  Certainly,  research  and 
teaching  should  be  highly  integrated  in  the  setting  of  exemplary  patient 
care.  No  suggestion  is  offered  regarding  the  optimal  organization  or 
balance  of  efforts  in  each  major  responsibility  area,  i. e.,  integrated 
research,  teaching,  and  patient  care.  Certainly,  the  prospect  of 
comprehensive  clincial  centers  might  contribute  to  the  development  of 
improved  organization  whether  such  centers  develop  as  physical  structures 
or  integrated,  but  distinct  cooperating  units. 

Our  Arthritis  Program  at  the  University  of  Tennessee  has  strived  to 
develop  in  a comprehensive  laboratory  and  clinical  research  fashion,  with 
training  opportunities  available  in  each  area,  and  with  integrated  patient 
care  responsibilities.  The  organizational  and  administrative  investment 
has  been  heavy  with  insufficient  professional  resources  available  for 
optimal  or  desirable  productivity.  Nevertheless,  the  interdisciplinary, 
integrated  approach  has  been  effective  in  training  and  is  academically 
rewarding.  Significantly  improved  results  in  research  and  service  efforts 
can  be  expected  from  a greater  professional  and  funding  investment  in  this 
approach.  New  concepts  are  developing  and  being  tested  in  areas  of 
microvascular  involvement  and  endocrine-metabolic  alteratiqns  in  the 
rheumatic  diseases  which  have  potential  direct  therapeutic  application,  in 
addition  to  active  research  in  more  conventional  areas  of  immunology, 
collagen  biochemistry  and  clinical-epidemiology. 

In  summary,  from  a qeneralist  viewpoint,  and  as  one  who  has  been 
engaged  in  research  areas  closely  related  to  host  factors  and 
interactions,  it  seems  that  numerous  areas  of  potentially  rewarding 
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research  in  arthritis  have  been  overlooked  or  inadequately  developed, 
whereas  other  areas  of  jji  vitro  laboratory  investigation  have  greatly 
expanded,  if  not,  pre-empted  the  field.  Without  threating  established 
discipline  productivity  additional  research  development  seems  urgently 
needed  in  patient-oriented  areas  as  described.  A far  greater 
understanding  of  complex  host  systems  interactions  will  be  needed  to 
understand  the  host  predisposition  to  arthritis  diseases,  their 
pathogenesis,  natural  history,  and  best  approaches  to  treatment.  To 
achieve  desired  goals,  an  immediate  investment  in  developing  professionals 
trained  to  conduct  research  in  patient-related  areas  is  needed  as  well  as 
support  for  functional  or  structural  organizations  to  implement  such 
research  development. 

Criticism  has  been  expressed  from  certain  public  and  legislative 
sectors  that  the  medical  profession  is  not  serving  the  public  needs  as 
well  as  it  might  be  able  to  do.  Greater  investment  in  patient  oriented 
research  can  be  expected  to  satisfy  such  demands.  Furthermore,  short-term 
direct  patient  care  benefits  can  be  expected  from  such  additional  patient- 
related  research  investment.  It  must  be  emphasized  that  this  petition  is 
for  support  in  addition  to  existing  research  funding  patterns  and  that 
further  integration  should  be  developed  between  experimental- laboratory 
studies  and  expanded  patient-oriented  research  programs. 

A. T.  Masi,  M.D. 
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Dear  Dr.  Engleman: 

As  a practicing  Rheumatologist,  I have  been  most  distressed  by  the 

lack  of  adequate  care  given  the  Arthritic  and  by  the  poor  quality  of  care 

administered  when  it  is  available.  More  specifically,  woeful  lack  of 
sufficiently  trained  rheumatologists  to  tackle  this  problem,  compounded  by 
the  fact  that  only  about  a third  of  our  medical  schools  to  date  even  have 
sections  of  rheumatology  where  adequate  training  may  be  given,  has 

resulted  in  the  vast,  majority  of  our  arthritics  being  treated  by 

physicians  not  well  informed  in  this  field  and,  in  many  instances,  not 
knowing  where  to  get  this  additional  information  or  whom  to  send  their 
patients  to  for  consultation. 

For  these  reasons  I (and  I'm  sure  many  of  my  colleagues)  have  welcomed 
The  National  Arthritis  Act  as  an  urgently  needed  means  to  correct  these 
deficiencies  and  look  forward  to  seeing  many  Arthritis  Centers  throughout 
the  country — in  most  instances  in  connection  with  medical  schools — set  up 
to  deal  with  this  problem. 

I envision  these  centers  as  serving  the  following  functions: 

(1)  The  establishment  of  sections  on  rheumatology  in  each  and  every 
medical  school  in  this  country  for  the  proper  training  of 
rheumatologists  not  only  for  now  but  for  the  future. 

(2)  Research — both  basic  and  treatment  oriented. 

(3)  As  referral  centers  where  the  most  complicated  problems  might  be 
referred  whether  for  diagnosis,  evaluation,  of  therapy  or  a team 
approach  for  maximum  rehabilitation. 

(4)  A nexus  from  which  satellite  clinics  and  treatment  centers  could 
be  established  in  the  outlying  districts  and  from  where 
supervision  and  direction  for  these  clinics  might  be  forthcoming. 

(5)  A teaching  center  running  education  programs  in  basic 
rheumatology  for  the  Tyro  in  this  field  as  well  as  refresher 
courses  for  the  practicing  rheumatologist  who  might  wish  rehoning 
of  his  skills.  In  the  latter  respect,  I would  envision  both  a 
one-week  formal  course  as  well  as  longer  periods  (anywhere  from 
two  weeks  to  two  months  or  even  three  months,  depending  upon  the 
individual  physician's  needs  and  desires)  in  which  the  practising 
rheumatologist  might  again  return  to  the  Center  for  a short  time 
either  as  a research  fellow,  a clinical  fellow,  or  possibly  a 
teaching  fellow. 

(6)  Finally,  I see  the  Treatment  Center  as  cooperating  with  other 
treatment  centers  through  the  facilities  of  a National  Data  Bank 
incorporating  not  only  ongoing  research  but  the  development  of 
farther  diagnostic  and  therapeutic  criteria  for  various  disease 
modalities. 
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While  I have  stressed  the  centralization  of  such  treatment  centers  at 
medical  schools,  I can  also  envision  instances  where  large  medical 
communities  with  good  teaching  hospitals  without  an  actual  medical  school 
might  serve  in  this  guise  either  themselves  or  else,  as  is  already  true  in 
some  areas  of  our  State,  by  close  cooperation  and  intergration  of 
functions  between  the  community  and  a medical  school  in  a nearby  area. 

Louis  M.  Sales,  M.D. 


AMERICAN  RHEUMATISM  ASSOCIATION 


Atlanta,  Georgia 


October  7,  1975 


Dear  Dr.  Engleman: 

I am  taking  this  opportunity  as  suggested  by  Dr.  Rodman  to  express  my 
views  for  the  Arthritis  Commission  to  consider. 

(1)  Professional  education  of  those  involved  in  the  treatment  of 

arthritic  diseases  should  certainly  continue  and  probably  be  made 
mandatory  insofar  as  recertification  (if  one  is  certified)  and 
maintaining  eligibility  for  institutional  privileges  (if  one  is 
active  in  the  hospital)  and  rehabilitation  care  of  patients.  The 
opportunity  to  attend  didactic  sessions  in  one’s  locale  and  with 
one's  peers  is  to  be  encouraged.  Dependence  upon  distant  centers 
and  research  oriented  centers  is  acceptable  but  not  to  be 

regarded  as  the  only  means  for  keeping  professionally  current  and 
up  to  date. 

(2)  The  creation  of  regional  arthritis  centers  and  support  of 

existing  areas  specializing  in  the  treatment  of  arthritic 
diseases  in  the  State  of  North  Carolina  has  made  me  cognizant  of 
a valuable  opportunity  for  shared  experience.  I feel  that  the 
regional  centers  need  to  be  involved  in  educational  outreach 
within  the  state  where  they  are  active  and  to  be  the  hosts  upon 
reguest  of  visiting  practitioners  and  others  delivering  care  to 
persons  with  arthritis. 

(3)  The  collection  of  data  and  centrally  locating  it  in  a national 

data  bank  is  important  and  deserves  support. 

(4)  Present  areas  that  appear  relatively  unmet  in  the  treatment  of 

persons  with  arthritic  disease  fall  into  the  category  of:  (A) 

Vocational  outreach,  especially  insofar  * aS  the  medical, 

managereal  and  personnel  departments  of  large  industries  are 
concerned.  The  approach  to  people  with  musculoskeletal  problems 
in  need  of  diagnosis  and  diseases  in  need  of  treatment  need  be 
clarified  both  from  the  standpoint  of  awarding  disability  funds 
and  assigning  proper  workloads.  (B)  The  home  health  care  of 
patients  with  arthritic  diseases  incorporating  regular  scheduled 
visits  fcr  interval  evaluation  and  re-evaluation.  This  is 

especially  true  for  those  who  have  undergone  attempted 

reconstructive  surgical  efforts  as  well  as  those  who  are 
depending  upon  family  and  community  support  in  conjunction  with 
an  intensive  medical  treatment  program.  (C)  The  opportunity  to 
provide  practitioners  with  interval  evaluation,  consultation  and 
support  from  the  various  centers  once  they  are  established. 

Thomas  E.  Radin,  M.D. 
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Dear  Dr.  Engleman: 

A substantial  body  of  information  concerning  diagnosis  and  treatment 
of  the  various  rheumatic  disorders  already  exists  and  is  being  added  to  at 
a rapid  rate.  The  most  pressing  need,  in  my  opinion,  is  for  an  aware 
physician  population  to  utilize  this  already  accumulated  data.  Therefore, 
I propose  that  the  Commission  emphasize  education  in  its  report  to 
Congress.  It  is  difficult  to  influence  the  physician  already  in  practice. 
The  effort  should  be  directed  primarily  at  physicians  in  training. 
Rheumatic  disease  educational  programs  do  not  exist  in  all  medical  schools 
and  are  given  only  lip  service  in  many,  including  those  with  large 
rheumatic  disease  research  groups.  At  a new  medical  school  we  can  make 
rheumatology  an  integral  part  of  the  curriculum,  but  this  is  far  more 
difficult  at  an  established  school. 

I see  this  as  the  primary  need  in  the  effort  to  upgrade  health 
delivery  to  arthritis  victims.  If  you  would  like  additional  information, 
please  let  me  hear  from  you. 

Best  regards. 


Robert  H.  Persellin,  M.D. 


Oak  Forest  Hospital 

15900  South  Cicero  Ave.,  Oak  Forest,  Illinois  60452 
Chicago  (312)  928-4200  / Oak  Forest  (312)  687-7200 


Ephraim  P.  Engleman,  M.  D. 

Chairman 

National  Commission  on  Arthritis 
and  Related  Musculoskeletal  Diseases 
Building  31,  Room  9-A-52 
Bethesda 
Maryland  20014 


Subject:  National  Commission  on  Arthritis 

and  Related  Musculoskeletal  Diseases 


Dear  Doctor  Engleman: 

Pursuant  to  your  letter  of  January  12th  to  Doctor  James  G.  Haughton  on 
the  abcve  subject,  I am  pleased  to  respond  on  his  behalf.  Obviously, 

-the  outline  presented  is  by  no  means  exhaustive,  but  nonetheless  it  may 
embody  some  of  the  key  features  for  consideration.  I do  think  the  data 
from  the  British  experiences  may  provide  useful  technical  and  logistic 
data  in  view  of  their  many  years  of  experience  in  this  area.  Admittedly, 
the  socio-economic  fabric  of  U.S.  would  necessitate  a different  approach 
in  certain  aspects  of  organization. 

Thank  you. 


Yours  sincerely, 

Lfl 

Dodd  a'  B.  Rao,  M.  D. , Ph.D.,  FACP 
Chief  of  Medicine  in  Geriatrics 
and  Chronic  Diseases 

Associate  Professor-Health  Care  Sciences 
University  of  Illinois,  Chicago 


DBR/ld 

attach. 

cc:  James  G.  Haughton,  M.  D. 

Herbert  Notkin,  M.  D. 

Mr.  Edmund  G.  Lawler 

Arthritis  and  Rheumatism  Council,  8 Charing  Cross  Road,  London  WC2. 

British  Rheumatism  and  Arthritis  Assoc.,  1 Devonshire  Place,  London  Wl. 

Department  of  Health  and  Social  Security,  Alexander  Fleming  House, 

Health  and  Hospitals  Governing  Commission  of  Cook  County  Elephant  and  Castle,  London* 

SE1 . 

COMMISSIONERS:  Edwin  L.  Breshears,  Jr.,  Chai^^an:  Charles  A.  Davis,  Secretary;  Mrs.  W.  Miles 
Burns;  John  W.B.  Hadley;  Ellsworth  E.  Hasbro^.'_^J.y2  : William  H.  Hollweg;  E.  Duke  McNeil; 

Jacob  R.  Suker,  M.D.;  Philip  G.  Thomsen,  M.D.  _~„wjtivc  Director:  James  G.  Houghton,  M.D. 


Subject:  NATIONAL  COMMISSION  ON  ARTHRITIS  AND  RELATED  MUSCULOSKELETAL  DISEASES 


In  view  of  the  prevalence  and  significant  level  of  morbidity  associated 
with  arthritis  and  related  vascular  musculoskeletal  diseases  especially  in  the 
middle  and  later  years  of  life  it  is  of  particular  importance  to  immediately 
establish  mechanisms  and  national  plans  to  identify,  to  screen,  and  to  follow- 
up with  additional  necessary  investigations  and  treatment  leading  up  to  a 
return  to  normal  activity  and  employment  where  applicable. 

These  conditions  generally  afflict  the  poor  living  in  crowded  conditions 
and  humid  atmospheres.  There  is  also  some  evidence  to  suggest  a familial 
basis  in  view  of  the  aggregate  of  families  that  get  afflicted  with  rheumatoid 
and  other  collagen  diseases.  Their  chronicity,  and  the  cost  of  care  sets  a 
vicious  circle  for  these  poor  victims,  irrespective  of  their  race,  color,  creed 
or  sex.  It  is  important  also  to  recognize  that  some  black  people  have  an 
added  sickle  cell  disease  which  in  turn  has  a musculoskeletal  involvement. 
Likewise,  gout  and  other  metabolic  arthropathys  of  rich  living  need  to  be 
considered. 

The  following  areas  may  be  considered  for  functional  planning:- 
Public  awareness  by  the  newspaper  and  television  media. 

Circulation  of  pamphlets  and  literature. 

Dissemination  through  public  health,  church  groups,  and  other 
social  media. 

Some  of  the  factors  as  barriers  are:- 
Lack  of  knowledge. 

Lack  of  communication. 

Lack  of  education. 

Lack  of  transportation. 

Poverty. 

Location  and  accessibility  of  institutions. 
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Recommendations  to  reduce  barriers 

Publicity  and  communication  about  the  centers. 

Education  of  the  public. 

Location  and  accessibility  of  the  centers  with  defined  catchment  area. 
Provision  of  free  transportation. 

Availability  of  purpose  built  type  of  ambulances. 

Flexibility  about  the  times  of  visits  to  the  center. 

Services  should  be  cost  free. 

Specialized  testing  with  a follow-up  visit. 

Desirable  and  result  of  treatment. 

Counselling  - health  counsellors  and  social  workers. 

Informed  and  enthusiastic  initial  contact  with  the  patient  by  the 
program  coordinators. 

Establishment  of  specialty  screening  centers  with  a defined  catchment  area:- 
Regional  centers  for  treatment. 

Availability  of  transporting  and  treatment  at  little  or  no  cost. 
Inclusion  of  social  workers  and  vocational  rehab  workers  at  these 
centers  to  follow  through. 

Provision  of  equipment  at  free  or  nominal  charge. 

Centers  of  specialized  modes  of  therapy  i.e.  rehab,  hydrotherapy, 
sanitoria. 

Provision  of  care  generally  at  city  of  county  hospitals. 

Distribution  of  pamphlets  indicating  'do's  and  don'ts'. 

Exposure  of  internal  resident  training  programs,  such  as  Internal 
Medicine,  Family  Practice,  Orthopedics,  to  the  Chronic  Disease  Hospitals 
Examination  of  the  programs  established  for  some  years  by  the  Empire 
Rheumatism  Research  Council  of  United  Kingdom. 
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Other  possible  projects  of  Chronic  Disease  care:- 
Hypertension  and  stroke  prevention. 

Nutrition  and  health. 

Diabetes  Mellitus. 

Social,  economic,  and  psychological  problems  and  the  role  of 
day  centers  and  day  hospitals  for  the  elderly. 

Chronic  alcoholism. 

Chronic  obstructive  pulmonary  diseases. 

Incidence  of  various  sensory  deprivations  and  their  effect  on 
the  life  of  the  elderly. 

Provision  of  preventive  care  services  and  studies  of  various 
nutritional  and  environmental  factors  affecting  health  of 
black  people. 
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